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Dear  Friend: 

Pew  issues  are  as  important  or  as  complex  as  those 
surrounding  the  long  term  care  needs  of  America's  elders. 
While  families  provide  the  greatest  portion  of  care  at  home 
for  their  aged  parents,  a  myriad  of  pressures  are  forcing 
these  families  to  turn  to  nursing  homes  and  other 
institutions  for  assistance.     The  decision  to 
"institutionalize"  a  loved  one  can  be  one  of  the  most 
wrenching  decisions  of  a  lifetime,  "both  emotionally  and 
financially. 

This  report,   prepared  "by  the  Gerontology  Program  and 
Institute  at  the  University  of  Massachusetts,  Boston, 
provides  insights  into  the  personal  experiences  of  families 
as  they  confront  decisions  to  place  a  family  member  in  a 
nursing  home.     The  cases  highlighted  in  this  study  echo 
testimony  presented  to  Congress  in  countless  hearings. 
This  study  goes  beyond  a  summary  of  experiences  of  the  145 
families  interviewed,  however,  and  outlines  several  policy 
recommendations  for  action  at  the  state  level. 
Massachusetts,  which  has  provided  important  leadership  on 
aging  policies  in  the  past,  will  surely  benefit  from  these 
recommendations  for  future  policy  development  in  long  term 
care . 

The  moving  and  powerful  experiences  presented  on  the 
pages  that  follow  capture  much  of  the  guilt,  frustration 
and  uncertainty  that  families  face  when  making  decisions 
about  long  term  care.     Armed  with  the  findings  of  this 
report,   I  hope  families,   state  legislatures.  Congress  and 
the  private  sector  can  work  together  to  fashion  more 
suitable  policies  to  meet  the  long  term  care  needs  of  what 
has  become  the  fastest  growing  segment  of  the  American 
population. 

I  want  to  commend  the  work  of  the  authors  of  this 
report  and  look  forward  to  further  reports  from  the 
Institute  on  this  and  related  subjects. 
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FREFACE 


The  United  States  as  well  as  the  world  population  is  aging. 
Currently  11.7  percent  of  the  U.S.  population  is  over  65  years 
old.    In  Massachusetts,  that  figure  is  13.2  percent.    Within  the 
next  forty  years  it  is  anticipated  that  over  21  percent  of  the 
population  in  the  United  States  will  be  over  65.    Between  1980 
and  1983  alone,  the  over  65  peculation  grew  at  twice  the  rate 
of  the  rest  of  the  population.    It  is  projected  that  this  trend 
will  continue  and  accelerate. 

This  survey  focuses  on  one  of  the  inplications  of  the  r^id 
growth  of  the  aged  population  —  the  need  for  families  to  obtain 
long-term  care  for  an  elderly  relative.    Although  the  length  of 
of  life  has  increased,  aging  is  associated  with  an  increase  in 
chronic  health  conditions  and  medical  problems.    In  fact, 
46  percent  of  all  elderly  over  85  need  the  assistance  of  another 
person  to  perform  one  or  more  selected  personal  care  or  hcsne 
management  activities,  such  as  bathing,  dressing,  eating,  using 
a  toilet,  routine  chores,  or  handling  money  (HHS,  1982).  One 
consequence  of  increased  longevity  and  decreased  personal 
capacity  has  been  the  growth  of  comiunity  based  and 
institutionally  based  long-term  care  services.  Another 
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of  Massachusetts  at  Boston  sought  to  explore  an  aspect  of 
the  long-term  care  issue  that  has  received  little  attention 
fran  researchers  —  the  personal  experience  of  families  who 
had  recently  undergone  the  process  of  nursing  hcHne  placement. 
How  do  families  experience  the  process  of  obtaining  long-term 
care  for  an  elder?   What  are  the  different  steps  that  families 
face  in  placing  an  elder  in  a  nursing  home?     What  are  the 
difficulties,  if  any,  they  encounter  in  this  process? 

This  report  c^tures  these  personal  experiences  based  on 
interviews  conducted  in  November  and  December  of  1984  with 
145  different  families  in  the  Metropolitan  Boston  area  who 
recently  placed  an  elder  in  a  nursing  hone.    Given  the  right 
to  privacy  to  which  these  families  are  entitled,  individual 
participation  in  the  study  was  solicited  by  nursing  homes  and 
was  entirely  voluntary.    Such  a  sampling  procedure,  v^ich  relies 
on  the  cooperation  of  a  private  system  and  the  voluntary 
participation  of  families,  has  inherent  limitations. 
Therefore,  the  findings  from  this  survey  are  not  intended  to  be 
a  scientific  interpretation  of  the  experiences  of  all  families 
who  place  an  elder  in  a  nursing  home. 

The  stucfy  identifies  the  kinds  of  difficulties  that 
families  were  likely  to  encounter  in  attenpting  to  provide 
care  for  an  elderly  relative.    Seme  family  members,  a 
minority,  did  not  encounter  any  pr obi  ens  at  any  point  in 
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the  process.    This  is  almost  exclusively  true  for  those 
elders  who  had:  the  ability  to  privately  pay  for  care  in 
a  good  nursing  hone,  a  health  status  that  did  not  require 
heavy  care,  a  nursing  hone  placement  arranged  directly  from 
a  hospital  by  an  effective  discharge  planner,  and  a  sudden 
debilitating  crisis,  such  as  a  stroke,  rather  than  a 
steady  deterioration  over  time  which  required  extensive 
caregiving  by  the  family, 

The  excerpts  from  interviews  presented  in  this  report 
do  not  focus  on  family  members  who  possessed  one  or  more  of 
these  "advantaged"  characteristics.    The  challenge  to 
develop  a  universally  accessible  system  of  long-term  care 
is  being  presented  by  the  increasing  number  of  elderly 
requiring  care  who  will  be  Medicaid  dependent,  by  the  growing 
numbers,  of  old-old  in  particular,  who  will  require  heavy 
care,  and  by  the  expanding  number  of  those  who  will  need 
canmunity  based  home  care  services  in  order  to  live  outside 
of  an  institution. 

The  study  provides  the  reader  with  an  insight  into  the 
experiences  of  a  relatively  large  number  of  people  garnered 
through  face-to-face  interviews  with  trained  interviewers. 
Interviews  lasted  between  one  to  three  hours,  with  many 
interviews  bringing  highly  enotional  responses  free  the 
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family  manber.    The  volume  of  information  resulting  frcm 
the  interviews  was  enormous.    The  quotations  from  the 
interviews  presented  in  the  text  represent  recurring  themes 
rather  than  unique  situations. 

We  hope  that  the  findings  of  this  r^ort  can  be  used 
to  provide  Massachusetts  policymakers  with  a  better  insight 
into  the  personal  decision  process  that  these  families 
undertook  in  nursing  home  placement.    Hopefully  these 
insights  can  lead  to  new  and  more  ccsnprehensive  policies 
which  involve  both  the  nursing  homes  and  the  Canmonwealth 

in  developing  the  highest  quality  of  services  for  the 

citizens  of  Massachusetts. 


-4- 


DECIDING  WHETHER  A  NURSING  HOME  IS  NEEDED 


Most  family  members  indicated  that  the  process  of  deciding 
how  and  where  to  care  for  their  older  relative  was  most 
difficult,  and  evolved  as  their  relative  became  increasingly  ill. 

Nursing  home  placement  was  usually  an  option  of  last  resort 
which  was  decided  as  a  result  of  discussions  with  immediate 
family  members.     In  45  percent  of  the  cases,  the  older  relative 
was  not  involved  at  all  in  the  discussions  on  placement  options, 
and  in  another  17  percent,  s/he  was  "hardly  involved"  in  the 
decision.     Twenty  percent  of  respondents  reported  that 
the  older  relative  was  "very  involved"  in  the  decision,  and 
another  18  percent  said  that  s/he  was  "somewhat  involved." 

Family  members  interviewed  found  themselves  consistently 
trying  to  cope  with  a  myriad  of  problems  facing  their  elderly 
relative  but  with  insufficient  resources  —  money,  time,  or 
physical  assistance  —  to  enable  the  older  person  to  remain 
independent.    Although  each  case  is  unique,  the  majority  of 
family  members  did  not  want  their  relative  to  go  to  a  nursing 
home  but  felt  they  had  no  other  choice.     The  events  which  led  to 
the  assignment  of  their  relative  to  a  nursing  home  caught  most 
family  members  by  surprise.     Most  seemed  surprised  by  the  pattern 
of  events,  particularly,  the  changes  in  their  relative's  health, 
the  difficulty  in  obtaining  guidance,  and  the  complexity  of 
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obtaining  services.     Like  a  canoeist  without  a  map  paddling  into 
unknown  rapids,  the  family  struggled  forward,  seeking  to  manage 
and  control  a  situation  which  they  could  not  control.  In 
reviewing  the  145  interviews  a  clear  pattern  emerges,  providing  a 
map  of  the  difficulty  these  families  faced.    But  like  the 
struggling  canoeist,  these  families  acted  in  isolation,  without 
the  benefit  of  a  map  of  the  experience  of  others  to  guide  them. 

As  a  result  of  a  combination  of  obstacles  which  eventually 
became  insurmountable,  the  families  interviewed  arrived  at 
the  same  conclusion  about  nursing  home  placement.     Obstacles  to 
keeping  the  elderly  relative  out  of  a  nursing  home  included: 

A.  hospital  discharge  policies 

B.  the  stress  of  caregiving  on  family  caregivers 

C.  the  capacity  to  provide  adequate  chronic  care  services 
outside  of  a  nursing  home 

Examples  of  each  of  these  obstacles  will  be  discussed  in 

greater  detail  using  quotes  from  family  members. 
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A.     Hospital  Discharge  Policies 


In  some  instances,  family  members  discussed  a  recent 
hospitalization  (which  may  have  been  part  of  a  series  of 
hospitalizations)  when  they  were  told  that  their  older  relative's 
Medicare  coverage  was  about  to  expire  and  that  an  alternative 
placement  had  to  be  found  on  relatively  short  notice.  Although 
the  professionals  affiliated  with  the  health  care  industry, 
the  state,  and  community  agencies  have  attempted  to  provide 
family  members  with  information  about  the  care  and  placement 
of  an  older  relative,  the  following  incidents  illustrate 
the  difficulty  some  families  encountered  upon  the  sudden 
discharge  of  their  elder  from  the  hospital. 


A  well-educated  56  year  old  woman  discussed  her  father  who 

is  a  semi-retired  artist  and  sign  painter.     Until  recently,  he 

was  teaching  two  art  classes  per  week  and  was  in  relatively  good 

health.    As  she  explains: 

One    evening  he  suddenly  was  unable  to  speak  or 
move  his  arm  or  leg  on  one  side.      My    sister  called 
an  ambulance.     The  hospital  emergency  room  determined 
that  he  had  some  kind  of  flu  and  he  was  sent  home.  The 
next    day    he  was  admitted  to  the    hospital    at  the 
orders  of  his  own  doctor.     He  did  not  improve.  He 
went  through  many  tests.     The  doctor  would  say,  "I 
think  we    will  perform  surgery  on  your  father  to 
improve  the  circulation  to  his  brain."    The  next  day 
he  would  say,     "I've  decided  against  that    kind  of 
surgery."    This  went  on  for  a  month.      He  was  not 
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improved,  yet  we  felt  he  was  going  to  be  able  to  be 
treated  and  recover.  We  were  totally  overwhelmed 
when  one  day  the  social  worker  said,  "Your  father 
must  be  transferred  to  a  convalescent  home.  There  is 
nothing  more  that  can  be  done  for  him  here  and  his 
Medicare  coverage  will  be  all  used  up  in  two  days." 

At  that  time  I  had  no  control  of  his  money,  and 
my  mother  was  incompetent   [the  mother  had  a  history 
of    mental  illness  and  alcoholism  and  was  being  cared 
for  by  her  daughter.] 


In  another  situation,     an  elderly  couple  had  moved  to 
Florida.     Their  38  year  old  son  told  us  that  his  mother  had  a 
fall  fifteen  years  earlier  which  resulted  in  brain  damage. 
Her  spouse  became  her  primary  caregiver.     One  day  the  son 
received  a  call  from  an  official  at  a  Florida  hospital 
indicating  that  both  parents  were  in  a  state  of  "extreme 
malnutrition  and  totally  disoriented."     As  the  son  recalls: 


I    began  to  fly  back  and  forth  to  Florida  on 
weekends.    When  I  saw  the  state  they  [his  parents]  were 
in,  I  couldn't  believe  it.       I  felt  that  my  parents 
would  not  be  able  to  live  independently  again  and  I 
wanted  them  near  me,     so  I  began  to  call  different 
nursing  homes.       It  was  unsatisfactory.     I  was  dealing 
at  a  distance.     I  could  not  discuss  it  with  my  parents 
...  they    were  "out  of  it."      The  doctor  advised  me  to 
consider  nursing  home  care.     I  needed  help  and  there 
was  none,  not  from  the  doctor,     not  from  the  hospital, 
not  from  the  places  where  I  inquired. 

Then  one  day  the  hospital  called  to  say  they  had 
to  be  out  by  Friday.     There  wasn't  any  place  for  me  to 
put     them.     I     didn't    have  room  at  my    own    home  and 
...  my    wife  and  I  both  work.     I  needed  help.  It's 
the  worst  possible  situation  you  can  get  into  to  have 
a  hospital  forcing  you  into  a  negative  situation.  There 
was  no  way  they  could  go  back  to  their  own  apartment. 
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The  social  worker  got  them  into  a  temporary  nursing 
home  down  there  which  was  awful.       It  was  dirty  and 
crowded  and  they  were  separated.       I    felt  terrible! 
They  were  unhappy  and  I  was  desperate. 

Eventually  the  son  was  referred  by  a  local  church 
group  to  a  Boston-based  agency  that  agreed  to  take  the  case 
on  a  fee  for  service  basis.      A    social  worker  was  retained 
who  negotiated  the  situation  and  arranged  a  satisfactory 
nursing  home  placement  within  two  miles  of  the  son's  home. 

Another  case  involved  an  80  year  old  widow  living  alone. 
She  had  suffered  a  stroke  several  years  earlier  and  was  partially 
paralyzed  on  the  right  side.     She  began  to  have  multiple  falls 
but  refused  to  move  in  with  her  family.     At  one  point,  she  fell, 
shattered  her  left  shoulder,  and  required  surgery.     After  the 
surgery  her  vocal  chords  became  paralyzed.     Although  her  mind 
was  clear,  she  could  not  do  anything  for  herself.  Almost 
immediately,  a  new  pressure  was  placed  on  the  family.     As  the 
daughter  recalls,  "Three  days  after  the  surgery,  we  were  told 
that  my  mother  had  to  be  out  of  the  hospital  in  one  week.     I  am  a 
nurse  but  I  could  not  believe  the  pressure  put  on  by  the 
hospital."    The  daughter  visited  ten  nursing  homes  and  found  that 
although  "some  places  were  recommended  as   'good'  by  the  social 
worker,  she  had  never  seen  them.     They  were  awful." 

Another  example  concerns  an  elderly  woman  who  fell  and  broke 
her  hip.     After  a  stay  at  the  hospital,  she  was  sent  to  a 
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rehabilitation  center.     Her  married  daughter  was  told  by  the 

physical  therapist  that  her  mother  would  be  walking  soon.  Her 

daughter  replied,  "If  you  can  have  my  mother  walking  and  dressing 

herself,  I  can  take  her  home."    The  daughter  indicated  that  her 

mother  soon  began  to  worry  about  not  being  able  to  walk.     As  the 

weeks  passed  by,  her  daughter  also  noticed  little  improvement. 

However,  the  daughter  stated  that  the  therapist  continued  to 

assure  her  not  to  worry,  that  "her  mother  was  doing  better."  The 

daughter  recalls,  "One  day,  I  received  a  phone  call  from  the 

center.     It  was  the  social  worker.     In  a    severe,  unsympathetic 

voice,  she  said,   'Find  a  nursing  home  for  your  mother.     We  cannot 

have  her  any  longer.'     I  said,  oh  my  God!  What  will  I  do?" 

In  another  illustration  an  elderly  woman  was  hospitalized 

after  a  heart  attack  and  a  stroke  which  left  her  partially 

paralyzed.     One  day  the  hospital  advised  the  daughter  that  her 

mother  was  about  to  be  discharged.     Although  the  daughter  had 

been  looking  into  nursing  homes,  she  felt  quite  pressured: 

I  knew  I  couldn't  take  care  of  her  because  I  had 
tried  it  before  -  both  in  my  own  home  and  in  her 
home.       It  tore  my  family  apart.       My  husband  and  I 
never  got  any  sleep  at  night.       It  was  impossible  to 
do  our  normal  work  and  take  care  of  her  also.  This 
is  a  case  where  she's  to  be  discharged.      Where  does 
she  go?      Out  in  the  street?      Something  should  be 
done  about  hospital  policies  on  discharge  and  the 
inhuman  way  they  treat  people. 

A    family  whose  elderly  mother  fell  down  the  stairs  and 
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incurred  serious  brain  damage  also  had  a  difficult  experience 

with  the  hospital  discharge.     The  daughter  states  that: 

[Until  then]  my  mother  was  a  strong,  independent 
woman.       She  was  very  alert,  had  a  good  sense  of 
humor,  and  loved  her  family.       She  had  very  little 
sickness  during  her  life. 

[After  the  fall]  she  had  surgery  from  which  she 
never  recovered.     She  was  in  a  coma  for  about  eight 
weeks.     She  had  severe  seizures  and  convulsions  and 
never  regained  total  consciousness.     The  utilization 
board  refused  to  keep  her  and  the  Medicare  payments 
were  stopped.      At  first,  she  was  placed  in  a  state 
hospital  because  we  could  not  get  a  nursing  home  to 
accept  her.      After  a  few  weeks,  she  could  not  stay 
there.      Lack  of  therapy  and  treatments  were  the 
reasons  given.     The  emotional  stress  was  intense  and 
I  was  angry  and  upset. 

Being  confronted  with  an  elderly  relative's  serious,  and 

often  irreversibly  declining,  health  status  is,  in  itself,  an 

upsetting  experience  for  families.     The  experience  is  made  more 

difficult  for  those  who  are  suddenly  confronted  with  the 

exhaustion  of  Medicare  benefits.     Families  are  often  unaware 

that  Medicare  does  not  pay  for  extended  nursing  home  care. 

For  the  families  discussed  above,  the  number  of  inpatient 

hospital  days  covered  by  Medicare  appears  to  have  been  a 

last-minute  shock        one  which  restricted  the  time  to  locate 

a  suitable  care  alternative  and  added  to  an  already  stressful 

situation.     For  many  the  stress  continued  when  family  members 

became  direct  caregivers  for  their  elder. 
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B .     The  Stress  of  Careqiving  on  the  Family 

Nearly  two-thirds  (64  percent)  of  family  members  interviewed 
in  this  survey  ranked  the  amount  of  stress  in  their  lives  prior 
to  placing  their  older  relative  in  a  nursing  home  as  "very 
difficult."    Another  23  percent  ranked  it  as  "somewhat  difficult" 
and  13  percent  identified  it  as  "hardly  difficult."  After 
placement,  over  two-thirds  of  respondents  cited  dramatic 
improvements  with  regard  to  the  amount  of  stress  they 
experienced.     One  of  the  most  prominent  themes  found  in  this 
study,  however,  was  the  families'  marked  resistance  to  placing 
their  older  relative  in  a  nursing  home. 

The  cases  to  be  discussed  here  provide  an  illustration  of 
how  deeply  the  family  members  value  keeping  their  relative  in 
their  own  home.     In  many  cases,  the  respondents  were  so 
determined  to  provide  care  themselves,  independent  of  how 
physically  and  mentally  demanding  their  older  relatives 's 
condition  had  become,  that  they  sustained  an  enormous 
amount  of  pressure  on  their  own  physical  and  mental  well-being. 
In  retrospect,  60  percent  acknowledged  that  providing  physical 
care  was  "very  difficult"  for  them. 

The  first  illustration  of  the  stress  families  experienced  in 
caregiving  concerns  a  man  in  his  sixties  whose  88  year  old 
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widowed  mother  lived  in  the  Midwest.    When  the  respondent  and 

his  wife  visited  his  mother,  they  were  shocked  at  her  physical 

and  mental  deterioration  since  their  last  trip  to  see  her.  They 

returned  with  her  to  Boston.     The  son  describes  the  amount  of  time 

and  effort  that  caretaking  required: 

My  mother  had  deterioration  of  the  cartilage  in 
her  spine.  It  gave  her  great  pain  and  she  had  to  be 
helped  on  and  off  the  bed.  She  had  to  use  a  walker 
at  all  times... and  was  incontinent  at  times.  We  had 
to  bathe  and  change  her  several  times  a  day.  Her  bed 
linens  were  changed  sometimes  three  or  four  times  a 
day . 

The  bathroom  and  her  bedroom  were  on  the  second 
floor.      She  had  to  be  aided  every  time  she  went  from 
one    floor  to  another  as  we  did  not  want  her  to  fall 
and  injure  herself.     It  was  impossible  for  my  mother 
to    pick    herself  up  when  she  did    fall     (which  was 
often).     Someone  had  to  pick  her  up  by  brute  force. 

I  worked  full  time  plus  travel  time.     I  was  away 
from  home  about  11  hours  a  day.     My  wife,  who  was 
home,  took  care  of  my  mother.     My  wife  had  a  back 
problem  and  all  of  this  lifting  aggravated  her  back 
condition. 

We  had  hired  help  to  take  care  of  my  mother. 
The  work  was  hard  and  disagreeable  and  the  longest 
anyone  stayed  on  the  job  was  ten  days.      My  mother's 
attitude  did  not  help  as  she  was  very  unappreciative 
of  the  support  she  received  from  my  wife,  myself,  and 
the  hired  caretakers.      Most  hired  help  quit  in  one 
or  two  days. 

I  never  realized  the  amount  of  care  that  my 
mother  would  need.       The  brunt  of  the  caring  for  my 
mother  fell  on  my  wife.       Six  months  ago,  the  family 
physician  brought  to  my  attention  the  ravages  to  my 
wife's  health  that  was  caused  by  attending  my 
mother.        The  doctor  warned  that  if  this  situation 
continued,  there  would  be  two  patients  in  the  house. 
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I  felt  guilty  about  placing  my  mother  in  a 
position  where  she  would  not  get  the  loving  care  she 
received  in  our  home.      The  doctor  insisted  that  I 
would  be  doing  my  mother  an  injury  by  selfishly 
keeping  her  in  our  home  when  professional  care  was 
more  important  than  our  loving  care  at  this  time  of 
her  life. 

The  son  heeded  the  doctor's  warning  and  placed  his  mother 
in  a  nursing  home,  located  ten  minutes  away,  that  was  owned 
by  a  good  friend. 

Another  illustration  of  the  stress  family  members  undergo 
in    caretaking  involved  a  daughter  whose  elderly  mother  had 
lived  with  her  for  three  years.     Her  mother  had  difficulty  in 
attending  to  information  and  was  subject  to  occasional  memory  loss. 

Six  or  seven  months  before  her  placement  in  a  nursing  home, 
her  mother's  condition  worsened  and  she  became  incontinent. 
Since  the  respondent  worked  during  the  day,  she  asked  her 
mother's  sister  and  brother-in-law  to  stay  with  her  mother  during 
the  day.  Her  daughter  recalls  that  during  those  six  or  seven 
months : 

Some  nights  I  would  put  her  to  bed  five  or  six 
times  because  she  would  get  out  of  bed  and  come 
pleading  to  be  put  to  bed.     I  was  losing  sleep  and 
getting  mentally  upset.     My  work  began  to  suffer 
and  my  superior  called    attention  to  that.  One 
evening  after  I  came  home  from  work,     very  tired,  I 
went  to  embrace  my  mother.     She  stared  at  me,  lifted 
her     hand,     and  struck  me  across  the  face.     I  broke 
down  and  cried. 

. . .Our  family  training  was  to  take  care  of  our 
"own."     The  family  wanted  to  do  the  right  thing.  But 
we  were  all  so  tired  and  my  mother  was  so  sick.  After 
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a  period  of  talk  back  and  forth,  we  came  to  the 
conclusion  that  we  should  seek  help.     I  called  my 
doctor  who  gave  me  the  name  and  phone  number  of  a 
nursing  home. 

A  similar  conclusion  was  reached  by  the  married  daughter  of 
an  86  year  old  woman  who  fell  and  injured  her  head.     Prior  to  the 
fall,  her  mother  had  been  healthy,  energetic,  and  active  in 
family  life.     The  daughter  indicated  that  the  accident  caused  an 
inflammation  of  the  brain.     Since  her  mother  would  not  regain 
her  former  physical  independence,  the  doctor  strongly  advised 
nursing  home  placement.     The  daughter  stated  that  she  visited 
the  hospital  every  day.  One  day  she  said:   "Mother,  let's  see  if 
you  can  walk  a  little.     If  you  can  walk  even  a  little  bit, 
I  want  to  take  you  home." 

The  respondent,  after  some  reflection,  decided  to  bring  her 
mother  to  her  home.       She  indicated  that  she  had  to  tie  her  in  a 
chair  before  she  left  the  room  even  for  a  few  minutes  and  devoted 
all  of  her  time  to  her  mother's  care.      Her  husband  and  her  two 
adult  children  were  supportive  and  involved  in  the  caretaking, 
but  it  was  an  overwhelming  task.     Her  mother  would  call  out  for 
family  members  to  come  and  get  her  up  night  after  night.  The 
daughter  states  that  she  felt  she  was  totally  tied  down  and  had 
to  give  up  all  social  life  and  outside  commitments.  The 
caregiving  tasks  were  so  demanding  that  she  felt  she  could  not 
leave  the  house.     The  situation  continued  until  her  mother  was 
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hospitalized  with  pneumonia.     The  doctor  asked  the  daughter  if 

she  were  now  ready  to  let  her  mother  enter  a  nursing  home.  The 

daughter  replied: 

Yes.     I  am  at  the  end  of  my  rope.     Maybe  I  did 
the  wrong  thing  when  I  brought  her  home  instead  of 
letting  her  go  to  the  nursing  home.     But,  when  I 
finally  made  the  decision,  I  knew  that  I  would 
never  have  to  look  back  and  say  to  myself  "Maybe 
it  would  have  been  better  if  I  had  kept  her  at 
home..."  I  knew  then  that  I  had  tried  and  found  it 
impossible , 

In  several  of  the  interviews  reported,  female  caretakers 
also  had  young  children  to  care  for.     In  one  situation,  an 
elderly  woman  lived  with  her  son  and  daughter-in-law  for  two 
and  a  half  years  before  going  to  a  nursing  home.     The  respondent 
described  her  caretaking  experience  with  her  mother-in-law: 


One  morning  she  awoke  with  a  very  high  fever... I 
contacted  her  doctor  and  he  suggested  we  take  her  to 
the  hospital.  After  she  was  examined,  she  was 
admitted.  I  told  the  nurse  on  duty  that  my  mother- 
in-law  had  to  have  someone  with  her  or  she  may  fall 
The  day  she  was  admitted,  she  fell  and  broke  her  hip 
. , . .While  in  the  hospital  she  was  tested  and  found 
to  have  tuberculosis. 

She  was  home  [from  the  hospital]  a  short  time, 
about  two  weeks.  I  had  to  run  out  to  the  store  and 
she  was  left  alone  for  about  fifteen  minutes.  She 
fell  and  broke  her  wrist.  She  was  not  using  her 
walker . 

I  was  very  upset.     She  was  incontinent.     I  was 
doing  my  best.     The  nurse    who  visited  occasionally 
said,   "She  belongs  in  a  nursing  home.     You  can't  take 
care  of  her.     She  needs  too  much  care."     That  is  when 
we  started  to  make  plans  for  a  nursing  home. 
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It  came  to  a  point  where  I  could  not    handle  it 
physically  or  mentally.     My  mother-in-law  was  a  very 
demanding  woman  always  wanting  someone  around  her 
all  the  time.     I  have  three  children,  6  years,  10  years, 
and  14  years  old  to  take  care  of.      My  14  year  old  son 
was  very  understanding  but  not  the  little  ones  and  they 
needed  my  attention.     I  just  could  not  handle  it  anymore. 


Another  case  involved  an  elderly  woman  who  was  deteriorating 
mentally  although  she  was  physically  strong.     Her  daughter  recalls: 


Life  was  a  series  of  squabbles.     I  was  losing  weight 
and  my  health  was  suffering.      Mother  was  untidy  about 
her  personal  habits  and  had  become  very  careless  in  her 
use  of  the  bathroom. .. .Along  with  having  to  cook  for  her 
and  clean  up  for  her,     I  also  had  the  worry  of  fire 
because  she  was  a  heavy  smoker  —  three  packs  a  day.  She 
frequently  burned    the  furniture.      The  last  time  this 
happened  I  berated  her  for  her  carelessness  and  tried  to 
impress  upon  her  the  seriousness    of  it  .     She  was  not 
impressed  and  she    just  retorted,     "I  never  started  any 
fires! " 

I  finally  made  the  decision  to  place  my  mother  in  a 
nursing  home  after  a  visit  and  a  discussion  with  my 
doctor.       I  told  him,   "I     am  not  feeling  well.  I'm 
always  tired.     I  have  constant  headaches  and  I  have 
lost  a  lot  of  weight."    The  doctor  advised,  "You  have 
no  alternative.  You  cannot  go  on  like  this.     You  will 
have  to  place  your  mother  in  a  nursing  home." 


The  last  example  of  the  stressf ulness  of  caretaking  considered 
here  also  concerns  an  elderly  woman  whose  mental  health  was 
deteriorating.     Her  daughter  describes  the  situation: 


She  was  becoming  more  and  more  demanding.  She 
refused  to  stay  alone.     I  would  no  sooner  arrive  home 
from  her  house  when  she  would  start  calling  me  on  the 
phone  with  imaginary  problems.     She  would  say,  "Come 
over  and  check,  I  think  I  need  oil"  or  "I  can't  find  my 


-17- 


sweater . " 

After  one    particularly    frustrating  day,  my  sister 
and  I  got  into  a  heated  discussion  about  mother's  care 
and  the  time  it  took.     I  told  my  sister,  "I  can't  stand 
it,  or  take  it,  any  longer!"    My  husband's  health  was  a 
major  factor.      He  underwent  radical  surgery,  an 
amputation,  and  this  added  to  the  stress  I  was  under.  I 
said,  "My  husband's  health  is  declining  and  it  is 
impossible  to  take  care  of  both  of  them!     You  will  have 
to  help  more! " 

My    husband  was  understanding  about  my  involvement 
with  my  mother  but  I  knew  he  felt  neglected  and  I  felt 
guilty.     I  talked  with  my  sister  and  explained,  "I  owe 
my  husband  more  time  and  attention  after  all  he  has 
been  through."    My  sister  replied,  "I  know  it's  hard 
for  you  but  I  can't  give  you  any  more  time.  My  husband 
expects  me  to  help  him  with  the  business."     I  said,  "I 
don't  know  what  I  am  going  to  do."     My  sister  replied, 
"We've  talked  about  it  before  but  now  we  really  have 
to  do  something  about  this  situation.     We  will  have  to 
place    her     in    a  nursing  home."      We  finally  made  the 
decision  after  a  neighbor  called  and  said.     "You  better 
come  right  over.     Your  mother  is  outside  pacing  up  and 
down  and  is  very  agitated." 


As  the  cases  described  above  indicate,  respondents  tended  to 
become  increasingly  consumed  by  the  demands  of  care  provision  as 
their  elder's  condition  worsened.     It  became  difficult  for  them  to 
discern  the  point  at  which  the  well-being  of  all  concerned    —  the 
elderly  relative,  the  respondent,  and  often,  his  or  her  family  — 
required  that  their  relative  receive  professional  nursing  home  care 
rather  than  well-intentioned  home  care.       In  many  instances,  it 
was  a  medical  professional  who,  in  attempting  to  prevent  the 
collapse  of  the  caregiver,  intervened  and  defined  their  older 
relative's  condition  as  requiring  nothing  less  than  round-the-clock 
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care. 

Another  closely  related  aspect  of  stress  that  families  reported 
derives  from  the  family's  capacity  to  provide  adequate  care  outside 
of  a  nursing  home.     This  issue  is  considered  next. 
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The  Capacity  to  Provide  Adequate  Care  Outside  of  a  Nursing  Home 

Another  important  factor  in  the  decision  to  place  an  older 
relative  in  a  nursing  home  was  whether  the  family  could  provide 
ongoing  care  that  was  sufficient  for  the  elder's  well-being. 
In  many  cases,  services  provided  by  the  family  and/or  by 
various  agencies  were  important  in  enabling  the  older  person 
to  remain  at  home.     At  some  point,  however,  the  elder's 
condition  required  round-the-clock  care.     In  certain  cases  this 
point  was  reached  as  part  of  a  process  in  which  the  elder's 
health  was  progressively  deteriorating.     In  others,  it  was 
precipitated  by  a  crisis,  such  as  a  fall.     In  these 
situations,  the  older  relative  often  had  to  be  protectively 
watched  both  day  and  night.     The  difficulty  in  providing  adequate 
care  is  best  conveyed  by  the  respondents'  experiences. 

The  first  situation  discussed  concerns  an  elderly  woman  who 
placed  her  husband  in  a  nursing  home.     They  had  lived  together 
through  fifty-five  years  of  marriage.     About  five  or  six  years 
prior  to  admittance,  the  husband  started  becoming  confused  and 
forgetful.     His  wife  states: 

I  had  to  take  care  of  him  like  he  was  a  child.,.. 
My  husband  always  was  a  very  independent  person. 
This  is  hard  to  take.      This  is  the  saddest  thing 
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that  can  happen  to  a  family.      He  was  seeing  things 
that  weren't  there  and  hearing  noises  that  weren't 
being  made. 

He    had  trouble  getting  his  clothes  on  when  he 
dressed.    When  I  saw  that  he  was  having  a  problem,  I 
would  try  to  help  him.    When  this  happened  he  became 
frustrated.     He  would  grab  both  my  arms  with  a  very 
firm  grip  and  he  wouldn't  let  go.  After  a  few  of 
these  incidents,     I  decided  to  talk  to  my  daughter 
who  said  to  me     "Mom,    you  had  better  do  something 
about  it  before  he  hurts  you." 

The  doctor  said  that  these  cases  get  worse  as 
time  goes  on  instead  of  better  so  that  nursing  home 
care  would  be  best  for  him.     The  visiting  nurse  told 
us  much  the  same  thing.     Especially,  she  said,  "Your 
husband  would  receive  the  care  in  a  nursing  home 
that  you  can't  give  him  alone." 

I  called  his  brothers  to  tell  them  what  we 
considered    doing. .. .They  went  along  with  us  (to 
the  nursing  home) .      My  husband  had  a  very  bad 
temper  which  got  worse  as  the  years  went  on.     At  the 
end  I  was  about  to  collapse. 

Another  interview  involved  an  older  woman  whose  sister 

lived  alone  in  an  elderly  housing  project.     Her  sister  had 

homemaker  services  everyday  except  on  weekends.     The  neighbors 

began  to  complain  to  the  respondent  about  her  sister  wandering 

to  other  people's  apartments,  especially  at  night.     One  Saturday 

night  the  respondent  arrived  at  her  sister's  apartment  to  find 

her  unconscious.     Her  sister  was  taken  to  the  hospital  and 

diagnosed  as  having  suffered  a  stroke. 

A  few  days  after,  my  sister  regained 
consciousness  but  was  unable  to  speak.  She  had  to 
be  fed  by  a  gastric  tube  because  the  stroke  affected 
her  swallowing.  The  doctor  told  me,  "It  will  take  a 
lot  of  rehabilitation  to  get  her  to  perform  mimimum 
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activities  of  daily  living  skills.     She  will  have  to 
be  transferred  to  a  nursing  home  because  she  cannot 
return  to  live  alone  in  her  apartment.      She  will 
need    extensive  physical  and  speech    therapy."  She 
had  to  have  professional  supervision  with  her 
feeding  as  she  couldn't  swallow  and  they  didn't  want 
to  remove  the  gastric  tube. 

Although     I  didn't  want  her  to  go  to  a  nursing 
home,     I    figured    it    was  the  best    place    for  her 
because  I  couldn't  take  care  of  her  anymore. 

The  third  example  of  families'  inability  to  provide 

adequate  care  describes  the  experience  of  an  elderly  woman 

living  alone  in  an  apartment.     Her  son  and  daughter  would 

call  her  every  day.     One  day  she  had  a  bad  fall  but  was  able 

to  answer  the  phone.     As  her  daughter  describes: 


My  mother  hadn't  been  feeling  well  for  a  while. 
She  had  a  type  of  diabetes  which  is  the  most 
difficult  to  control.  A  nurse  had  to  come  and 
administer  insulin.  For  a  long  time  my  mother  was 
confused  but  as  time  went  by  she  became  more 
confused.  In  addition,  my  mother  had  pernicious 
anemia  and  hypertension.  In  the  past,  she  had 
fallen  down  and  had  hurt  herself  several  times. 


...After  this  episode, 
the  doctor.      The  doctor 
my  mother's  other  ailments 
disease.  It    was    at  this 
care    was  considered. 


my  brother  and  I  called 
told  us  that,     along  with 
,     she  also  had  Alzheimer's 
time     that  nursing  home 


At  first  I  couldn't  believe  that  my  mother  could 
have    Alzheimer's.     However,  the  doctor  said 
confusion  is  the  symptom  for  Alzheimer's.       For  most 
of  the  time,     my  mother  was  "out  of  it".       She  was 
unaware  of  what  was  going  on. 

My  brother  said,  "Before  she  hurts  herself  or 
burns  the  house  down,    we  had  better  look  into 
nursing  home  care."     My  brother  had  a  job  and  was 
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not  too  well  either.  I  had  to  spend  time  looking 
after  my  son.  My  mother  could  not  be  left  alone. 
She  had  to  have  constant  care  day  and  night. 

Another  illustration  involved  an  elderly  man,  living 

alone,  who  had  recently  suffered  a  stroke.     His  son  and 

daughter-in-law  agreed  that  when  he  was  released  from  the  hospital 

they  would  care  for  him  in  their  home.     The  son  describes  the 

situation: 

From  the  beginning  it  was  very  difficult.  He 
could  not  contain  his  bodily  functions.     In  the 
middle  of  the  night,     he  would  yell  and  scream  and 
wake  the  whole  house  up.       I  had  to  feed  him  and 
change  his  diapers. 

The  final  decision  was  made  to  get  him  in  a 
nursing  home  when  he  wouldn't  eat.     He  refused  to 
eat  because  as  he  said,  "You  and  your  wife  are 
poisoning  me.     You  want  me  to  die  so  that  you  can 
get  all  my  money."    The  doctor  finally  told  me  that 
he  was  suffering  from  malnutrition  and  that  something 
would  have  to  be  done  to  make  him  eat.     It  was 
imperative  that  he  take  nourishment.     He  needed  more 
care  than  the  family  and  I  could  provide.     The  doctor 
agreed  that  he  should  go  to  a  nursing  home. 


A  similar  example  concerns  an  elderly  woman  who  had  been 

taken  care  of  by  her  husband  until  he  was  admitted  to  a  nursing 

home.     The  daughter  explains: 

She  [her    mother]  was  psychotic  having  severe 
bouts  of  depression,  and  alcoholism.      Now  she  was 
living  alone.      She  was  getting  a  good  deal  of 
support  from  community    services.      She  had  a 
homemaker  for  four  hours  a  day,     five  days  a  week. 
The  first  two  weeks  that  she  was  alone,  the 
community  care  services  provided  her  with  someone 
who  stayed  with  her  all  night.      My  sisters  and  I 
provided  care  for  her  on  the  weekends.      My  nephew. 
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who  lived  around  the  corner,    would  bring  her  ice 
cream  and  candy  every  day.      This  was  all  that  she 
would  eat. 

She    became  increasingly  uncooperative.       It  was 
difficult  to  get  homemakers  to  stay  and  care  for 
her.      The  agency  required  me  to  sign  a  document 
assuming  responsibility  for  her  for  the  time  they 
were  not  with  her.... The  agency  then  notified  me  that 
they  could  no  longer  have  my  mother  as  a  client  because 
she  now  would  not  allow  anyone  to  bathe  her  or  change 
her  clothes.     They  felt  she  needed  to  be  cared  for 
in  a  skilled  nursing  facility.     They  said  they  would 
not  "dump"  her  but  that  I  had  best  look  for  alternatives. 

The  last  illustration  of  families'  difficulty  in  providing 

adequate  chronic  care  services  focuses  on  the  experience  of  an 

elderly  woman  who  became  progressively  forgetful,  disoriented, 

and  unsteady  on  her  feet.     Her  daughter  describes  the  situation: 

One  day,  she  had  a  fall.     Luckily  I  was  there. 
It  was  awful.     She  had  to  get  stitches  in  her  head 
and  she  broke  her  wrist.     This  happened  at  her  place 
but  we  could  not  leave  her  alone.      She  became 
totally  dependent  on  us.    We  had  a  homemaker  come  to 
stay  with  her  and  to  evaluate  the  case.      We  wanted 
an  opinion  as  to  whether  she  thought  my  mother  could 
manage  on  her  own.      She  said  definitely  not.     So,  I 
took  her  to  my  home. 

She  fell  again.     It  was  simply  awful.     This  time 
she  broke  her  hip.      We  realized  that  she  needed 
twenty-four  hour  supervision.      To  aggravate  the 
problem  of  taking  care  of  mother  at  home,     she  often 
refused  to  take  her  medication.      She  suffered  from 
angina  and  diabetes.     She  did  not  seem  to  understand 
the  importance  of  taking  medication.      She  was  given 
pain    medication  in  the  hospital.      She  developed  a 
psychotic  reaction  to  it.        She  became  totally 
disoriented.      She  seemed  to  regress  much  into  the 
past  —  to  live  in  the  earlier  part  of  her  life. 

I    must  tell  you  that  trying  to  live  with  mother 
was  always  difficult.     Even  when  she  had  better 
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health  and  control.     Once  she  nearly  ruined  my 
marriage.     I  found  it  terribly  hard  to  put  her  in  a 
nursing  home. 

As  presented  in  the  next  chapter,  the  difficulty  some 
families  encountered  —  with  hospital  discharge  policies,  with 
the  experience  of  direct  caregiving,  and  with  their  capacity 
to  provide  chronic  care  services  —  continued  even  after  the 
decision  to  place  their  elderly  relative  in  a  nursing  home 
had  been  made. 
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PLACING  AN  ELDERLY  RELATIVE  IN  A  NURSING  HOME 


For  the  vast  majority  of  respondents,  the  experience  of 
placing  an  older  relative  in  a  nursing  home  was  a  marked  source 
of  stress.     Over  63  percent  reported  experiencing  the  process  as 
very  stressful,  and  another  26  percent  described  it  as  somewhat 
stressful.     Yet,  after  the  placement,  95  percent  of  respondents 
also  indicated  that  they  thought  they  had  made  the  right  choice. 
This  section  of  the  report  attempts  to  identify  specific  events 
that  help  to  account  for  the  stress  family  members  experience  in 
the  process  of  securing  a  nursing  home  bed. 

Respondents  evidenced  a  striking  uniformity  in  their 
descriptions  of  stress-producing  events.     The  major  elements  are 
presented  in  the  order  in  which  they  were  usually  encountered  by 
the  respondents.     These  include: 

A.  the  experience  of  families  in  obtaining  up-to-date 
information  and  counseling  on  nursing  home  placement 

B.  the  experience  of  locating  a  nursing  home  bed  in  an  adequate 
and  affordable  nursing  home 

C.  the  feelings  that  families  experienced  in  placing  an  elderly 
relative  in  a  nursing  home 
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Obtaining  Information  and  Counseling  on  Nursing  Home  Placement 
For  most  families,  the  experience  of  placing  an  elder  in  a 
nursing  home  is  a  new  one.     Over  three-quarters  of  the 
respondents  in  this  study  had  no  prior  experience  in  placing  an 
older  relative  in  a  nursing  home.     An  analysis  of  an  array  of 
sources  that  respondents  might  have  contacted  for  at  least 
partial  information  on  nursing  homes,  presented  in  Table  1, 
reveals  that  respondents  had  little  knowledge  of  informational 
services  to  assist  in  nursing  home  placement. 

Of  the  potential  information  sources  presented  in  this 
survey,  case  managers/social  workers  and  doctors  were  the  only 
two  sources  identified  who  were  more  likely  to  be  contacted  by 
respondents  than  not  contacted.     This  is  probably  due  to  the 
fact  that  health  care  professionals  are,  in  many  cases,  already 
directly  involved  with  an  elderly  relative  in  need  of  care,  and 
therefore  provide  an  easily  identifiable  source  of  information. 
Findings  on  the  degree  of  helpfulness  actually  provided,  however, 
were  mixed. 

Case  manager/social  workers  ranked  first  in  both  frequency 
of  contact   (64%)  and  degree  of  helpfulness.  Close  to  67  percent 
of  those  who  contacted  these  individuals  found  them  to  be  very 
helpful  as  a  source  of  information  on  nursing  homes  and  almost 
24  percent  found  them  somewhat  helpful.  As  indicated  in  Figure  1, 
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TABLE  1 


Potential  Sources  of  Information  on  Nursing  Homes  by  Likelihood 
of  Contact  by  Family  Members 


%  not  contacted  %  contacted 


Elderly  Hotline 

98 

2 

Legislators 

94 

6 

Department  of  Elder  Affairs 

92 

8 

Council  on  Aging 

89 

11 

Yellow  Pages 

83 

17 

Other 

82 

18 

Nursing  Home  Administrators 

81 

19 

Spiritual  Advisors 

76 

24 

Hospital  Administrative  Staff 

70 

30 

Nurses 

65 

35 

Friends 

61 

39 

Doctors 

40 

60 

Case  Managers/Social  Workers 

36 

64 
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FIGURE  1 

Helpfulness  Ratings  of  Most  Frequently  Contacted  Sources  of  Information  on  Nursing  Honnes* 


*Totals  may  not  equal  100%  due  to  rounding. 


less  than  10  percent  of  respondents  described  them  as  hardly 
helpful . 

While  40  percent  of  respondents  did  not  seek  out  doctors  for 
information,  the  remaining  three-fifths  did.     Their  helpfulness 
ratings,  however,  were  lower  and  less  consistent  than  those  of 
case  manager/social  workers.     Of  the  respondents  who  contacted 
doctors,  47  percent  found  them  very  helpful,  25  percent  described 
them  as  somewhat  helpful,  and  28  percent  categorized  them  as 
hardly  helpful. 

The  other  two  sources  respondents  were  more  likely  to  turn 
to  were  friends  and  nurses.     For  the  39  percent  who  sought  out 
friends,  almost  half  (49  percent)  found  them  to  be  a  source  of 
somewhat  helpful  information,  although  30  percent  were  seen  as 
very  helpful  and  21  percent  as  hardly  helpful.     Nurses,  who  were 
contacted  by  35  percent  of  respondents,  were  described  as 
somewhat  helpful  sources  of  information  by  33  percent  of 
respondents,  very  helpful  by  37  percent,  and  hardly  helpful 
by    29  percent  of  respondents. 

All  of  these  figures  provide  a  general  sense  of  how  the 
first  step  in  securing  a  nursing  home  bed  —  seeking 
informational  support  —  was  experienced  by  respondents.  The 
real  need  for  informational  support  that  could  address  the  full 
range  of  respondents'  needs  in  this  initial,  and  often 
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overwhelming,  part  of  the  placement  process  is  more  fully 
conveyed  by  the  specific  experience  of  respondents. 

One  illustration  concerns  a  woman  whose  mother  had  a 
neurological  problem  which  caused  frequent  falls.     She  indicated 
that  her  mother's  "bones  were  deteriorating"  and  she  also  had 
"bladder  trouble."    The  doctor  finally  advised  the  daughter  that 
the  decision  to  place  her  mother  in  a  nursing  home  had  to  be 
made.     "Will  it  be  temporary?"  she  asked.     "No"  he  said,  "it 
will  be  permanent." 

After  exploring  all  possible  alternatives,  the  daughter 

finally  conceded  that  nursing  home  care  was  needed.     Having  made 

the  decision,  she  then  faced  the  following  reality: 

I  had  no  idea  of  how  to  go  about  placing  anyone 
in  a  nursing  home.     I  think  one  should  seek  a 
counsellor,  see  what  is  available,     and  have 
different  information  on  the  different  levels  [of 
care]   in  a  nursing  home;  where  to  go  for  the  best 
health  care;  where  to  find  caring  and  understanding 
people;  and  know  something  about  finances.     I  would 
suggest  some  kind  of  program  to  help  people  who  have 
to    place  their  elders  in  a  nursing  home  so  they  do 
not  go  into  the  process  blindly.       I  found  it  very 
stressing  and  it  didn't  help  my  family  during  those 
trying  times. 


Another  case  echoes  the  same  conclusions.     A  daughter  was 

taking  care  of  her  bedridden  mother,  a  cancer  patient,  at  home 

until  her  condition  worsened  and  she  was  hospitalized.  Her 
daughter  states: 
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When  the  time  came  to  make  a  decision  about  my 
mother,     the  doctor  called  and  said,   "Your  mother  is 
in  a  bad  way.     Nothing  else  can  be  done  for  her. 
She  is  losing  control  of  her  faculties  and  her  body 
is  steadily  declining."    The  doctor  kept  my  mother 
in  a  hospital  until  he  had  her  regulated  and  then  he 
said,     "Your  mother  will  never  return  home.     She  must 
go  to  a  nursing  home." 

Recalling  this  painful  period,  the  daughter  concludes: 

I  feel  sorry  for  people  who  have  to  put  a  loved 
one  in  a  nursing  home.     They  need  help  and  advice 
about  what  to  do  and  where  to  go  for  consultation. 
It  comes  upon  one  so  quickly,     it  is  hard  to  find 
answers  to  where  to  go  and  what  to  do.     I  went  into 
it  blindly  and  I  feel  others  do  too. 

In  another  situation,  an  elderly  woman  was  living  with  her 
son  and  daughter-in-law.     For  eight  months  prior  to  her  admission 
to  a  nursing  home,  the  caregiver  indicated  that  the  elder  was 
mentally  confused  and  would  stay  up  all  night  and  sleep  in  the 
day.     One  night  she  had  a  fall.     The  family  was  very  worried  and 
began  to  look  for  a  nursing  home.     Their  son  concluded  that  the 
most  difficult  problem  they  faced  in  this  process  was  "not 
knowing  where  to  go  for  help  and  being  out  of  touch  with 
requirements."    They  admitted  knowing  very  little  about  finances 
or  about  Medicare,  Medicaid,  or  Medex. 

Another  illustration  of  the  absence  of  an  available 
informational  support  system  concerns  an  elderly  woman  living 
alone.     The  respondent  stated  that  her  mother  began  to  call  her 
in  the  middle  of  the  night  and  cry  on  the  telephone.     The  older 
woman  began  burning  herself  frequently  and,  at  one  point,  the 
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daughter  came  into  the  home  to  find  all  the  stove  burners  turned 

on.     Her  daughter  took  the  older  woman  to  the  hospital  for  tests 

which  revealed  an  arterial  blockage.     The  doctor  told  the 

daughter  that  "the  only  place  for  her  mother  was  a  nursing  home." 

When  asked  what  recommendations  she  would  make  to  others  facing 

the  process  of  placing  a  relative  in  a  nursing  home,  she  stated 

that  there  needs  to  be: 

a  focal  point  where  a  person  can  go  for  guidance, 
understanding,  and  direction.     It  is  such  a  feeling 
of  relief  to  be  able  to  talk  with  someone.  To  get 
names  of  nursing  homes  is  no  help.       I  had  no 
money  problem  so  I  couldn't  say  anything  about  that. 
But  I  needed  understanding. 

Another  case  concerned  an  elderly  man  who  had  to  have  an 

operation  on  his  prostate  gland.     The  family  had  suspected 

before  this  that  he  had  reached  a  stage  where  he  could  not  care 

for  himself.      This  suspicion  was  confirmed  at  the  time  of  the 

operation.     As  his  nephew  recalls: 

We  found  out  that  he  had  neglected  to  take  care 
of  his  finances  for  over  two  years.      His  living 
quarters  were  filthy.      He  had  not  been  taking  his 
medications.      Two  of  my  cousins  and  my  sister  and  I 
got  together  to  assess  what  had  been  happening.  My 
uncle  suffered  from  memory  lapses,     depressions,  and 
a  general  inability  to  manage  simple  things  on  his 
own.     He  could  not  do  his  laundry  or  get  groceries. 

We  discovered  all  this  while  he  was  in  the 
hospital.    We  actually  witnessed  a  dramatic 
difference    in  his  whole  appearance  while  he  was  in 
the  hospital.     He  really  began  to  look  better  there. 
So,  we  knew  we  had  to  place  him  somewhere  where  he 
could  be  cared  for.     In  fact  the  hospital  staff  made 
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it  clear  that  he  would  have  to  be  placed  in  a  home 
for  recuperative  purposes.      He  needed  twenty-four 
hour  supervision.      This  really  set  us  on  our  search 
for  a  home. 

The    hardest  thing  was  to  find  a  home  that  would 
meet  his  needs.    We  had  no  idea  how  to  go  about 
this.     It  was  all  totally  new  to  us.     I  would 
recommend  that  some  sort  of  organization  be  set  up 
to  really  direct  people  who  have  to  make  this 
placement  decision.     I  would  have  liked  to  have  some 
sort  of  efficient    counseling  service  to  go  to. 
Maybe  one  could  be  established  to  help  others  who 
get  put  in  a  position  like  I  was. 


In  another  example,  an  elderly  man  was  placed  in  a  nursing 
home  for  six  months  after  his  wife  died.     As  his  son  describes 
the  situation: 


My  father  ceased  doing  anything.     He  wouldn't 
care  for  himself  and  was  very  depressed.     He  would 
watch  television  all  day  and  sleep.     He  wouldn't 
leave  the    house.     He  wouldn't  pay  his  bills.  He 
wouldn't  do  anything  for  himself. 

He  came  to  live  in  my  home.     My  wife  found  the 
experience  very  confusing  and  frustrating.     He  then 
went  to  live  in  my  brother's  home  and  the  same 
situation  existed.       He  refused  to  go  out  of  the 
house.     It  became  more  than  the  family  could  handle 
We  decided  father  needed  professional  care  and 
decided  to  place  him  in  a  nursing  home. 

The  most  difficult  problem  was  the  lack  of 
knowledge  available  —  not  knowing  where  to  turn  for 
help  and  having  to  do  our  own  investigation  to 
determine  what  was  best  for  father.       There  was  so 
much  time  involved  in  the  investigation. 


The  family  ultimately  found  a  nursing  home  where  they 
believed  their  father  received  excellent  care.     After  six 


-34- 


months  in  the  nursing  home,  he  was  able  to  leave  and  move  into 
congregate  housing. 

These  six  examples  are  not  atypical.     The  sense  of 
confusion  about  how  to  proceed,  and  the  lack  of  knowledge  about 
what  is  involved  in  placing  an  elderly  relative  in  a  nursing 
home  constitute  a  theme  running  through  the  respondents' 
descriptions  of  their  experiences. 

For  most  individuals,  the  situation  is  not  one  which  could 
be  resolved  by  just  obtaining  the  names  of  nursing  homes.  The 
first  step  in  the  placement  process  requires  learning  the 
terminology  and  the  range  of  questions  to  ask.     These  include: 
What  "level  of  care"  does  the  home  provide?     If  our  relative 
requires  a  different  "level  of  care"  later,     will  the  home 
provide  it?    How  much  can  we  afford  to  pay?      For  how  long? 
Does  the  home  accept  Medicaid?    What  homes,  if  any,  that  meet 
our  medical  and  financial  requirements,  are  located  close  to 
family?    How  do  we  assess  whether  a  high  quality  of  care, 
cleanliness,  and  social/recreational  activities  will  be 
provided  in  a  consistent  manner? 

Most  family  members  have  had  no  prior  experience  with  the 
nursing  home  placement  process.     They  are  also  often  in  an 
emotionally  and  physically  vulnerable  state  and,  as  discussed 
next,  are  frequently  operating  under  pressure  to  find  a  nursing 
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home  bed  quickly. 
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B .  Locating  an  Available  Nursing  Home  Bed 

Some  families  described  the  search  for  an  available  bed  in 
an  adequate  and  affordable  nursing  home  as  the  most  difficult 
problem  they  encountered.     Family  members  in  this  survey  most 
often  ranked  quality  of  health  services,  location  of  the  home, 
and  cleanliness  as  influential  factors  in  their  choice  of  a  home. 
For  some,  however,  locating  an  available  bed  in  a  home  that 
met  these  criteria  was  a  time  consuming  and  frustrating 
experience. 

In  the  search  for  a  nursing  home  bed,  respondents  in 
this  study  contacted  a  mean  of  5.3  nursing  homes.     Close  to 

19  percent  ruled  out  a  nursing  home  due  to  no  response  from 
a  home,  and  41  percent  ruled  out  one  or  more  homes  due  to 

the  home's  waiting  list.     Nearly  14  percent  of  families  reported 
ruling  out  one  or  more  homes  for  financial  reasons,  and 

20  percent  ruled  out  one  or  more  homes  due  to  the  home's 
inability  to  meet  the  elder's  needs.     Four  percent  eliminated 
one  or  more  homes  because  their  relative  was  too  sick  to  move 
and  22  percent  did  so  for  "other  reasons."  After  formal 
application  to  a  home,  respondents,  as  a  group,  waited  a  mean 
of  4.5  weeks  for  placement  of  their  elderly  relative. 
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Some  respondents  reported  that  the  search  for  a  bed  was 
more  difficult  if  their  elder  was  on  Medicaid.     In  this 
survey,  respondents  reported  that  46  percent  of  their  elders 
were  receiving  no  Medicaid  benefits,  17  percent  were  wholly 
Medicaid  dependent,  and  36  percent  were  receiving  some  Medicaid 
supplement.     If  respondents  in  this  survey  had  not  been  restricted 
to  those  who  had  placed  an  elder  in  a  home  within  18  months  of  the 
survey  interview,  it  is  likely  that  the  proportion  of  cost  paid 
by  Medicaid  would  have  been  larger. 

For  family  members  in  this  survey  who  reported  their  elder 
was  100%  Medicaid  dependent,  the  mean  number  of  weeks  waited 
from  application  to  acceptance  by  a  home  was  10.4  in  contrast 
to  2.9  weeks  for  elders  who  were  reported  to  be  private  paying. 
In  addition,  the  families  of  wholly  Medicaid  dependent  elders 
contacted  a  mean  of  8.5  nursing  homes  in  their  search  for  a  bed 
in  comparison  to  the  families  of  private  paying  elders  who 
contacted  a  mean  of  5.8  homes. 

It  is  important  to  note  that  it  was  not  possible  in  the 
design  of  this  study  to  control  for  the  level  of  care  an  elder 
required.     Therefore,  it  is  not  clear,  on  the  basis  of  this  data, 
whether  the  longer  waiting  period  and  greater  number  of  homes 
contacted  for  Medicaid  dependent  elders  was  related  to  their 
Medicaid  status,  or  to  their  heavy  care  need,  or  to  some 
interaction  of  both  these  characteristics. 
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with  regard  to  the  type  of  care  needed,  respondents  stated 
that  the  search  for  a  bed  was  more  difficult  if  their  elder's 
physical  or  mental  health  characteristics  indicated  a  need  for 
special  care,  such  as  psychiatric  care  or  physical  therapy.  In 
some  cases,  respondents  reported  that  beds  were  not  readily 
available  that  could  provide  the  prescribed  "level  of  care." 

Locating  a  home  nearby  was  of  great  importance  to  family 
members.     The  transition  to  a  nursing  home  appeared  to  be  less 
traumatic  for  all  concerned  if  the  elder  could  remain  in  a  nearby 
community.     Often  family  members  worked,  and  time  was  in  short 
supply.     If  the  home  were  close,  less  travel  time  was  required, 
and  relatives  would  be  able  to  visit  more  easily  and  more 
frequently.     In  still  other  cases,  proximity  of  the  nursing  home 
to  the  family's  home  was  essential.     In  one  family,  an     87  year 
old  man,  who  was  partially  deaf,  had  to  place  his  wife  in  a 
nursing  home.     As  their  niece  describes  the  situation: 


My  aunt  had  become  senile,  was  not  responsible 
for  day-to-day  decisions,    was  wandering  at  night, 
and  had  partial  loss  of  her  bowels.      Our  main 
concern  was  how  my  uncle  would  be  able  to  cope  with 
her  at  home.     He  wouldn't  hear  her  calls  or  her 
wandering  in  the  night.     There  are  no  children  who 
could    help.     The  other  relatives  are  all  elderly, 
too.     It  (the  nursing  home  placement  decision)  was 
not  made  lightly  nor  did  we  like  the  decision.  The 
only  requirement  we  had  was  location.      We  felt  it 
was  necessary  that  her  husband  be  able  to  visit  her 
often . 
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In  another  instance,  a  66  year  old  man  had  been  regularly 
visiting  his  mother  on  weekends  in  another  state.  One  day  his 
mother  had  a  bad  fall  and  was  hospitalized.  After  her  release 
from  the  hospital,  she  was  in  a  wheelchair  "as  it  was  hard  for  her 
to  stand  or  walk  much.  She  was  also  subject  to  dizzy  spells." 
Her  son  arranged  for  a  homemaker  to  visit  every  day.  As  her  son 
recalls : 

My  mother  had  good  neighbors.      She  was  happy  in 
her  home  and  would  sit  in  the  bay  window  and  wave  to 
the  neighbors.     I    began  to  suggest  that  she  move 
nearer  to  us  because  of  the  traveling  distance  but 
she  always  became  upset  and  that  ended  the  talk. 

Shortly  after  our  last  talk,  I  suffered  a  severe 
heart  attack  and  I  was  in  the  hospital  for  six 
weeks.     The  doctor  insisted  that  I  retire  from  my 
job  because  of  the  condition  of  my  heart.     This  was 
a    shock  to  me  and  my  wife.     My  wife  put  her  foot 
down  and  said,  "You  will  not  be  going  back  and  forth 
to  another  state  any  more  weekends," 

When  my  mother  heard  about  me,  she  was  very 
concerned  and  willing  to  move  nearer  her  family. 
Because  my  wife  was  unable  to  care  for  my  mother,  we 
knew  she  would  have  to  go  to  a  nursing  home. 
Finding  a  home  in  this  area  was  important  because  I 
couldn't  leave  my  mother  without  anybody  visiting 
her  for  any  length  of  time.     This  was  the  most 
difficult  problem  I  had  to  deal     with    —  quickly 
finding  a  suitable  nursing  home  near  our  home 
because  I  was  convalescing  from  my  heart  attack. 

In  both  of  the  above  examples,  families  did  find  a 

satisfactory  home  nearby;  others  were  not  so  fortunate.  The 

lack  of  available  beds  took  some  families  by  surprise  as  the 

following  comments  indicate. 
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The  most  difficult  problem  I  faced  was  the  lack 
of  bed  space.     The  patient  could  not  be  placed  on  a 
waiting  list  in  this  particular  home  where  I  wanted 
my  mother  to  be.     It  would  have  been  convenient  to 
me.     The  administrator  said,  "We  no  longer  keep  a 
waiting  list."     I  had  to  look  elsewhere. 


The  most  difficulty  I  experienced  was  taking  the 
time  from  my  busy  schedule  to  search  for  a  suitable 
nursing  home,  only  to  be  told  mother  would  have  to 
be  placed  on  a  waiting  list  somewhere  because  of  the 
lack  of  space.     I  hadn't  anticipated  the  shortage  of 
beds . 


The  most  difficult  problem  to  deal  with  was  to 
locate  an  available  vacancy  in  a  suitable  nursing 
home  in  a  satisfactory  area  and  within  a  reasonable 
distance  from  my  home. 


In  searching  for  the  right  nursing  home,  the 
greatest  problem  is  finding  a  vacancy.     I  appealed 
to  city  officials,  and  everyone  that  I  felt  had 
influence,  to  act  on  my  behalf.     Finally,  the 
urgency  of  the  situation  was  recognized  by  the 
authorities.     I  was  reaching  a  breaking  point 
physically.     After  six  weeks,  my  wife   (who  had 
Alzheimer's  disease)  was  admitted. 


The  most  difficult  problem  I  had  was  trying  to 
find  the  right  kind  of  home  for  my  mother.  I 
visited  ten  of  the  eighteen  homes  I  inquired  about. 
Some  were  unresponsive  and  showed  no  interest. 
Others  had  no  interest,  no  space,  and  said,   'We  will 
place  your  mother's  name  on  the  waiting  list.'  A 
couple  of  the  other  homes  didn't  meet  my  requirements 
because  the  health  service  and  cleanliness  were  nil. 


The  transfer  from  the  hospital  to  the  nursing 
home  is  the  most  difficult  problem.     There  is  a  gap 
in  the  system.     Nursing  homes  have  long  lists  so  it 
is  hard  to  find  a  decent  place.     I  personally 
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visited  forty  nursing  homes.     They  were  filled  or 
they  were  undesirable.     In  many  places,  the  first 
thing  they  wanted  to  know  was  the  financial 
arrangements . 


Other  family  members  identified  problems  in  finding  a 
nursing  home  that  met  their  standards  of  quality. 

We  had  trouble  finding  a  home  that  we  thought 
was  decent  for  human  existence. 


I  would  say  that  the  most  difficult  problem  was 
finding  a  home  with  quality  health  care  and  good 
staff  along  with  recreational  programs. 


I  visited  four  homes.     The  first  three  homes 
had  an  unpleasant  odor  and  an  institutional 
atmosphere.     The  fourth  home  I  visited  was  clean, 
odor  free,  with  a  warm  friendly  feeling. 

Patients  do  not  eat  right.     The  meals  are 
terrible.     Cold  cheese  sandwiches  —  hard  as  a 
board.     Cold  cuts  in  summer.     Rice  soup  with  no 
flavor,  no  meat  or  no  vegetables.  Patients 
sometimes  don't  know  enough  to  eat  right  off.  Then 
the  food  is  taken  away.     The  staff  does  all  it  can 
but  the  administrators  just  don't  care.     The  aides 
are  overworked.     They  know  what  is  going  on  is 
wrong.     But  they  need  the  job  so  they  don't  say 
anything . 


There  needs  to  be  a  political  process  generated 
for  people  who  are  in  nursing  homes  and  their 
friends  and  families  to  end  the  horror  show  and  up 
the  caliber  of  nursing  homes.     Why  is  there  no  top 
quality  nursing  home  in  my  neighborhood?     I  have  to 
come  here  as  it  is  the  only  top  quality  nursing  home 
around. 


For  other  families,  nursing  homes  had  no  beds  available  that 
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were  appropriate  for  the  care  needs  of  their  elderly  relatives. 


It  took  twenty  weeks  to  place  my  sister  in  a 
nursing  home.     Because  of  her  type  of  illness 
[Alzheimer's]  only  three  of  the  legion  of  nursing 
homes  we  contacted  would  even  consider  her  as  a 
patient.     Our  problem  was  to  find  a  nursing  home 
that  would  even  give  us  an  interview. 


The  most  difficult  problem  was  to  find  a  nursing 
home  that  would  accept  a  semi-comatose  patient.  My 
mother  had  to  have  a  private  room  and  available 
space  was  at  a  premium.     If  I  hadn't  had  a  friend 
who  owned  a  nursing  home,  I  would  have  had  a  much 
more  difficult  time  in  placing  my  mother. 


The  most  difficult  problem  was  the  fear  that  my 
wife  would  be  rejected  from  a  comfortable,  pleasant 
nursing  home  because  of  her  emotional  condition 
(extreme  agitation)  at  the  time  of  entry. 


The  most  difficult  problem  was  to  find  a  nursing 
home  in  the  nearby  area  that  could  be  persuaded  to 
take  an  application  for  my  sister.     It  needed  to  be 
a  nursing  home  that  offered  physical  therapy.  The 
social  worker  was  after  me  every  day.     And,  the 
doctor  was  after  me,  "Did  you  find  a  place  yet?"  I 
was  calling  and  calling  and  getting  nowhere. 
Finally,  I  appealed  to  a  city  official. 


My  mother's  alcoholism  was  the  most  difficult 
problem  in  the  search  for  a  nursing  home.     Money  was 
no  object.     She  has  plenty.     But  some  homes  now  have 
bars  where  the  patients  who  are  well  enough  can  have 
a  beer  or  a  little  wine  each  day.     My  mother  never 
could  be  where  there  was  any  way  she  could  obtain 
liquor.     Most  homes  won't  take  alcoholics  anyway. 


In  searching  for  an  adequate,  affordable  nursing 
home  for  my  mother,  the  problem  was  that  she  is  a 
psychiatric  patient  and  would  seem  to  need  a 
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psychiatric  placement.     There  are  nursing  homes 
which  accept  this  type  of  patient  but  they  have  a 
shortage  of  beds. 


The  most  difficult  problem  was  the  pressure  of 
getting  my  father  placed  as  quickly  as  possible.  He 
was  evaluated  by  a  team  of  caseworkers  and  a  nurse 
from  a  case  management  project.     They  gave  me  a  list 
of  homes  to  call.     After  several  unsuccessful  calls, 
I  began  calling  nursing  homes  listed  in  the  Yellow 
Pages.     There  are  far  fewer  beds  for  the  male 
patient  requiring  more  than  custodial  care  than 
there  are  beds  for  females  in  the  same  situation. 


The  most  difficult  problem  was  waiting  for  a 
bed.     Although  we  had  placed  an  application  in 
August  of   '82,  we  did  not  hear  from  them  even  in  May 
of  '83.    We  were  told  that  openings  for  male 
patients  were  the  hardest  to  get.    We  were  also  told 
that  private  paying  patients  are  given  preference 
over  public  paying  patients. 


My  mother  was  a  level  II  care  when  she  was  in 
the  hospital  and  we  had  to  wait  for  her  to  be  a 
level  III  care  before  being  placed. 


After  some  scouting  around,  we  finally  found  a 
nursing  home  with  a  level  II  bed  who  would  accept 
her  on  a  tentative  basis.     I  also  had  to  assure  them 
that  I  could  pay  for  her  care  a  year  in  advance.  I 
felt  obliged  to  accept  because  of  the  shortage  of 
beds  available.     I  called  many  times,  and  after 
approximately  ten  weeks,  she  was  finally  admitted. 
The  whole  scene  was  terrible. 


The  most  difficult  problem  was  trying  to  find  a 
home  that  gave  the  special  care  that  was  needed  for 
my  mother's  condition.     She  needed  round-the-clock 
care . 
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There  were  no  beds  available  that  provided  the 
type  of  nursing  care  my  mother  required. 


In  some  instances,     family  members  were  worried  about  finding 
an  appropriate  and  congenial  environment  for  elders  who  were 
often  physically  frail  but  mentally  alert. 


Finding  an  appropriate  nursing  home  for  an 
intelligent,  alert  ninety-year-old  woman  was  the 
most  difficult  problem  for  me.      Money  was  not  the 
issue     in  her  case.      Most  nursing  home  patients  my 
aunt's  age    are  ill,     handicapped,     or    senile.  I 
regret  that  she  has  to  spend  her  days  with  people 
who  are  mentally  disoriented  and  feel  that  she  is 
deteriorating  in  that  environment.     This  is  a 
problem  that  I  still  deal  with  and  feel  saddened 
about.     I  am  continuing  to  look  for  a  nursing  home 
with  a  more  congenial,  stimulating  environment. 
They  are  not  easy  to  find. 


Trying  to  find  the  right  roommate  for  my 
grandmother  who  was  always  so  active,  young  in  heart 
and  mind,    was  the  most  difficult  problem.       It  was 
impossible  to  match  her  type  and  private  rooms  are 
very  expensive. 


The  most  difficult  problem  was  my  mother's 
feelings  for  her  roommate  who  was  ill  and  severely 
bedridden.    When  I  mentioned  this  to  the 
administrator  of  the  nursing  home,     he  said  the  room 
mother  has  is  the  only  room  available  and  there  was 
a  long  waiting  list  for  the  private  room  in  the 
nursing  home.     This  is  still  my  biggest  problem.  My 
mother  feels  terrible  that  she  has  to  be  exposed  to 
seeing  an  elderly  sick  lady  and,  at  present,  she  is 
very  nervous  and  depressed  about  the  matter. 


Although  a  few  families  surveyed  were  able  to  privately 
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afford  the  cost  of  the  highest  quality  nursing  home  care  on  a 
longterm  basis,  more  often  family  members  indicated  that  they 
were  shocked  at  the  cost  of  care  and  felt  that  limited  finances 
restricted  the  range  of  homes  available  to  them.     In  some 
instances,  families  worried  that  their  elder  would  be 
asked  to  leave  after  his  or  her  private  funds  were  exhausted. 
(Although  this  is  against  the  law,  some  families  were  apparently 
not  aware  of  this  fact.) 


The    cost  of  care  was  the  biggest  problem. 
We  called  six  nursing  homes  that  had  been 
recommended  to  us  by  the  hospital  and  friends.  The 
financial  requirements  of  most  of  them  were  more 
than  we  could  afford.      There  was  one  request  of 
prepayment  of  a  year's  charges.      My  mother-in-law's 
finances  were  very  limited  in  that  she  had  been  sick 
for  such  a  long  time. 


If  I  were  to  make  a  recommendation  to 
others  facing  the  process  of  placing  a  relative  in  a 
nursing  home,     I'd     say     "bring    money."       In  some 
instances  where  my  mother  might  have  been  accepted, 
the  nursing  homes  required  a  "three  year  dowry"  or 
an  assurance  that  there  was  money  enough  to  take 
care  of  the  patient  for  the  length  of  time  she 
would  be  there. 


The  nursing  homes  we  liked  were  too 
expensive     and  the  ones  we  weren't  happy  with 
were  usually  affordable.     You  start  out  with  high 
expectations  and  look  for  the  ideal  but  the  reality 
is  what  can  you  afford? 


I  found  out  that  when  my  sister's  money 
was  gone,     they   [the  home]  would  not  keep  her.  We 
had  to  find  a  place  that,     after  her  savings  were 


used  up,  they  would  keep  her. 


I  agreed  to  pay  full  expenses  for  six  months 
and  after  that  would  require  Medicaid.     I  was 
so    scared  that  after  six  months  they'd  put  her  out. 
They  never  really  told  me  anything  definite. 


The  most  difficult  problem  was  the  limited 
funds  for  payment  of  nursing  home  placement.  The 
private  rate  for  level  III  placement  costs  $2000  a 
month.     Mother  was  accepted  at  a  private  rate  to  a 
local  nursing  home  with  the  understanding  that  I 
would  apply  for  Medicaid  payment  after  the  depletion 
of  mother's  personal  funds  within  a  year's  time. 


For  other  families  whose  elder  was  dependent  on  Medicaid, 
the  process  of  searching  for  an  adequate  home  which  would  accept 
their  elderly  relative  could  be  long  and  difficult.  One 
illustration  involves  a  brother  who  placed  his  sister,  who 
had  suffered  a  stroke,  in  a  nursing  home.     As  he  describes 
the  situation: 


The    hospital     social  worker    discussed  my 
sister's     needs    for    care  after    several    weeks  of 
hospitalization.       I  knew  I  couldn't  care  for  her  at 
home,     so  I  was  advised  to  begin  looking  for  a 
nursing  home.       Shortly  thereafter,  my  sister  was 
transferred  to  a  rehabilitation  hospital  and  the 
search  for  the  nursing  home  intensified. 


The  most  difficult  problem  was  finding  an 
acceptable  home  that  would  accept  Medicaid  payments. 


We  had  a  lot  of  problems  finding  this 
particular  home.     The    social    worker  at  the 
rehabilitation    hospital  had  given  us  a  list. 
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Although  we  were  told  that  they  accepted  Medicaid 
patients,  not  one  had  an  opening  and  we  were  placed 
on  waiting  lists.     I  would  call  regularly  to  check, 
but  was  told     "Sorry,    we  do  not  have  a  bed 
available . " 

The    hospital  called  and  said  they  had  a 
nursing  home  that  would  accept  her.     And  my  brother 
and  I  went  to  check  it  out.       It  was  a  most 
discouraging  experience.     The  nursing  home  was  in  a 
rundown  section  of  Boston.     One  big  window  on  the 
second  floor  over  the  front  door  had  a  big  hole  in 
it.     The  interior  was  dark  and  dreary.     The  TV's 
were  chained  to  prevent  theft.     There  did  not  appear 
to  be  any  security.     The  patients  were  not  alert 
and,  to  me,  they  all  looked  as  if  they  were  drugged. 
We    discovered  that  the  administrator  and  the  head 
nurse  were  leaving  shortly. 

We    went  back  to  the  hospital  and  said  "no 
way."    We  were  told  we  only  had  one  shot  at  getting 
a  nursing  home  and  had  to  take  it  but  we  resisted. 

My  brother  then  contacted  our  legislators 
and,    with  their  help,  he  was  referred  to  some  state 
office.     I    can't     remember  which  one  but  the  lady 
there  told  us  we  didn't  have  to  accept  that.     It  was 
she  who  found  the  vacancy  in  this  particular  nursing 
home  where  my  sister  is. 

It  isn't  our  first  or  second  choice  but  it 
is  clean,     although  small  and  crowded,  and  the  staff 
seems  interested  and  helpful. 

It  is  very  difficult  to  find  a  bed  for  a 
Medicaid  patient. 


Other  family  members  offer  similar  comments  about  the 
experience  of  being  a  Medicaid-dependent  person  in  need 
of  long-term  care. 
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We  waited  four  months  before  we  were  accepted 
in  a  nursing  home  and  then  only  because  we  made  a 
contact  with  pull  in  a  nursing  home. 


The  most  difficult  problem  was  trying  to  find 
a  nursing  home  for  a  welfare  patient.     She  [her  mother] 
didn't  have  a  bank  book,  so  the  big  problem  was  money. 


The    most  difficult  problem  was  financial. 
If  you  had  money  and  could  pay  top  dollar,     there  was 
no  problem.       But,  persons  on  Medicaid,  and  SSI,  and 
Social  Security  have  a  great  deal  of  trouble  finding 
a  clean,    well-staffed,  modern  nursing  home.     I  told 
several     nursing  homes,     'If  I  had  money,    you  would 
take  my  mother  in.' 


The    most  difficult  problem  I  had  to  deal 
with  was  to  get  some  financial  assistance  from 
Medicaid.     For  a  while,  I  was  quite  despondent  but  I 
finally    succeeded.       It    took  nearly  two  years  for 
placement. 


For  the  variety  of  reasons  discussed  above  —  geographic 
location,  quality  of  care,  and/or  an  elder's  economic  or  health 
characteristics  —  some  family  members  in  this  survey  indicated 
that  they  found  the  search  for  an  available  nursing  home  bed  long 
and  stressful.    While  the  process  of  securing  a  nursing  home 
bed  was  difficult  for  some,  actually  placing  an  older  relative 
in  a  particular  home  was  the  most  emotionally  intense  part  of 
the  entire  process  of  nursing  home  placement.     The    guilt  and 
sense  of  personal  failure  on  the  part  of  many  family  members  is 
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discussed  next. 


Feelings  of  Families :  Having  to  Place  an  Elder  in  a  Nursing  Home 

Most  respondents  described  their  experience  of  actual 
nursing  home  placement  as  one  in  which  a  myriad  of  conflicting 
emotions  rose  to  the  surface,  often  with  overwhelming  intensity. 
Many  family  members  reported  being  filled  with  guilt,  deep 
sadness,  uncertainty  over  the  decision,  and  often  simultaneously, 
a  sense  of  relief.     Many  also  found  that  on  saying  good-bye  to 
their  elderly  relative  that  first  day,  they  barely  reached  the 
front  door  before  their  facade  cracked  and  the  floodgates  opened 
with  an  uncontrollable  torrent  of  tears.     For  some  family 
members,  these  feelings  have  subsided  over  time  as  both  they  and 
their  elder  adapted  to  the  new  caretaking  situation.     For  others, 
there  is  a  lingering  sense  of  strong  guilt  and  personal  failure 
attached  to  the  placement.     This  appears  to  be  particularly, 
although  not  exclusively,  true  in  cases  where  the  older  relative 
clearly  would  prefer  to  be  living  in  her  or  his  own  home.  The 
one  element  common  to  nearly  all  family  members  was  that  the 
intense  feelings  of  negative  self- judgment ,  overshadowing  their 
lives,  were  borne  in  loneliness  and  isolation,  apart  from  other 
members  of  families  who  were  similarly  afflicted. 

The  respondents'  descriptions  convey  how  difficult  actually 
placing  their  elderly  relative  in  a  nursing  home  was  for  them. 
Presented  here  are  excerpts  from  a  small  sample  of  interviews 
that  discussed  respondents'  feelings  about  the  actual  placement. 
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I  can  say  I  felt  guilty,  guilty,  guilty 
after  leaving  my  mother  in  the  nursing  home.  I  came 
home  and  cried  hoping  I  would  never  have  to  put 
another  relative  in  a  nursing  home. 


I  felt  absolutely  miserable,     I  had  this 
awful  feeling  of  guilt  that  I  had  failed  in  my 
responsibility  to  be  a  good  daughter.     I  felt  that  I 
had  abandoned  her. 


It  was  very  sad  and  I  felt  very  guilty,  I 
knew     it  was  for  the  best  but  at  the  time  I  couldn't 
realize  it.     My  heart  was  breaking,     I  don't  think 
I'll  ever  get  over  it,     I  felt  it  was  the  right 
decision  but  it  haunted  me  and  it  still  does. 


I  cried  all  day.     It  was  my  birthday.  It 
felt  like  leaving  someone  in  the  park.       I  finally 
got  through  the  day  but  that  night,     and  many  more 
after,     I  could  hear  my  mother  walking  down  the  hall 
or  in  the  bathroom,     even  calling  to  me.       I  would 
suddenly  be  awake  and  ready  to  go  and  help  her 
out.       It  was  terrible  hearing  her  over  and  over 
again , 


She  never  said  one  word  to  me  before  going 
or  when  she  got  there.     All  her  lashing  out  at  me 
took    place  before  the  day  of  going.     She  did  say 
goodbye  to  my  husband.     Now  she  doesn't  say  much  to 
either  of  us. 


The    day    I  left  my  mother  at  the  nursing 
home  was  most  painful.     I  couldn't  control  my  tears. 
It  was  a  lonely,  miserable  feeling  and  I  experienced 
some  guilt.      Although,     I  tried  to  realize  that  it 
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was  best  for  her  because  I  couldn't  give  her  the 
care  she    needed.      My    mother  carried  on  so.  I 
couldn't  say  goodbye.     That  added  to  my  pain. 


I  felt  like  it  was  a  nightmare.       I  seemed 
to  be  on  the  outside  looking  in.       I  sat  outside  in 
my    daughter's    car    and  cried    my    heart    out.  My 
daughter  was  crying  too. 


Very,     very  guilty  and  this  guilt  goes  on 
and  on,  a  day,  a  month,  a  year.     My  husband  did  not 
say  very  much  and  I  knew  he  was  very  upset.    When  we 
arrived  at  the  nursing  home  my    mother-in-law  was 
very  angry  and  did  not  want  to  stay.      The  nurse 
suggested  we  leave  after  we  were  there  for  fifteen 
minutes  and  come  back  later  in  the  day.      My  husband 
and  I  went  home  and  came  back  four  hours  later.  She 
was  much  better  and  gave  us  a  big  "hello."      This  is 
an  awful  experience  for  anybody  to  go  through. 


The  first  day,  it  didn't  hit  me.  I  went 
and  met  her  there  as  she  came  from  rehab.  I  stayed 
with  her  a  couple  of  hours.  Coming  home  on  the  bus, 
it  did  start  to  sink  in.  I  became  sad,  depressed, 
and  kept  trying  to  block  things  out  of  my  mind. 
When  I  got  home  I  cried  a  lot.  I  talked  to  my 
husband  and  friend  and  kept  saying,  "I  feel  guilty. 
Maybe  I  wasn't  fair."  I  had  a  lot  of  emotional 
feelings.  Even  to  this  day  I  really  can't  remember 
a  great  deal.     I  just  tried  to  block  it  all  out. 


I  stayed  with  my  mother  for  quite  a  while 
the  first  day  she  was  admitted  to  the  nursing  home. 
She  was  angry  with  me.     She  said,  "Some  day  you  will 
be  sorry  for  putting  me  in  there!"     She  did  not  say 
another  word,  even  when  I  was  leaving  to  go  home.  I 
walked  to  my  home  from  the  nursing  home  because  of 
having  to  release  tears  that  I  couldn't  do  while 
being  with  my  mother.       I  felt  so  guilty.     My  mother 
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deserves  tlie  very  best.      She  raised  a  fine  family 
and  was  very  good  to  my  father.     I  had  wished  that  I 
could  run  right  back  to  the  nursing  home  and  take 
her    out  of  there  but  I  knew  there  was  no  other  way 
but  to  try  to  accept  that  what  I  did  was  right  and 
to  try  to  help  my  mother  to  understand  it  too. 


I  had  an  indescribable  feeling  of  pain  and 
sadness.     I  was  definitely  haunted  by  pangs  of 
remorse  and  guilt.     The  doctor  assured  me  that  I  did 
the  right  thing  and  that  lifted  my  spirits  after  a 
couple  of  weeks.      But  at  that  time,     my  heart  was 
broken,     and  memories  crowded  in  and  would  not  leave 
me.     But  now  as  I  try  to  reason  with  myself,  the 
thought  comes  that  there  is  a  possibility  that  my 
father  could  outlive  me.     And  then  what?    Now  I  know 
that  he  is  in  the  right  place  where  he  will  be  taken 
care  of. 


I    felt  like  the  biggest  traitor  that  ever 
lived.       I  brought  my  sister  to  the  nursing  home  but 
the  nurse  unpacked  all  her  things.      The  nurse  tried 
to  make  me  and  my  sister  feel  good.     I  seemed  unable 
to  do  anything  to  help  my  sister  get  settled.     I  was 
too  upset.     So  the  nurse  finally  said,  "Maybe  you'd 
better    go     home  and  get  some  rest."     And  I     did  go 
home.     But  I  couldn't  eat  and  I  couldn't  rest.  And 
in  about  three  months  I  was  such  a  wreck,  the  doctor 
checked    me    over    and    told  me    I    was    not  eating 
properly    and  was  slowly  starving  myself    to  death. 
He    made  me  promise  to  try  to  eat  six  small  meals  a 
day.  I     try    to    do  that.     But  I    can't    gain  weight. 


My  mother  was  always  cared  for  in  the  style 
becoming  to  her.     She  never  needed  for  anything.  I 
felt  bad  when  I  left  her  that  first  day.     She  is  a 
good  mother.     She  gave  my  sisters  and  I     a  very 
happy  childhood  and  never  stopped  being  good  to  us 
right  up  to  date.       My  face  was  wet  with  tears. 
I  couldn't  help  it.     I  felt  guilty.     I  felt  I  owed 
her  more  than  this. 
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My  feelings  were  all  twisted  together.  I 
felt  sorrow.     I  felt  guilt.     And,  I  felt  relief. 
Also  it  seemed  that  part  of  me  remained  in  the 
nursing  home.     I  had  a  feeling  of  inadequacy.  Could 
I  or  should  I  have  done  something  to  prevent  the 
situation  from  coming  to  this?     I  had  a  tight 
feeling  in  my  stomach.     It  was  a  most  traumatic 
experience.     If  there  was  some  way  that  I  could  take 
care    of  my  mother  at  home,     I  would  have  taken  her 
right  out  of  there. 


It  left  me  devastated.      Yes.  Devastated 
and    guilty.       I    still  find  myself  unable  to  talk 
about  it,       I  rationally  had  to  do  it.       I  steeled 
myself  to    face  it.      Even  visited  daily  until  the 
nursing  home  told  me  not  to  come  as  often. 


I  felt  that  this  wasn't  really  me  at  all. 
That  it  was  some  other  person  who  was  walking 
out  on  mother.     Not  me.     But  I  also  had  a  feeling  of 
contentment  for  one  of  the  nurses  was  very  kind  and 
said  that  everything  was  going  to  be  all  right,  both 
for  me  and  for  mother.     I  had  a  terrible  sense  of 
urgency  in  that  I  wanted  to  get  all  the  loose  ends 
tied  up  so  I  could  set  a  pattern  of  my  visits  and  do 
all  I  could  for  her.     I  went  back  again  that  night 
but  she  was  asleep.     I  had  a  feeling  of  sadness 
which  was  to  last  a  long  time. 


I  cried.     I  had  been  very  close  to  my  dad. 
He  had  taught  me  to  paint  and  we  had  spent  many 
hours  painting  together.       To  see  him  in  the  nursing 
home  not  really  knowing  where  he  was  or  who  he  was, 
was  very  sad.       I  had  been  so  reluctant  to  place  him 
that,  when  I  visited  the  nursing  home  prior  to 
placement,  I  had  told  the  administrator  I  would  have 
to  call  her  back  with  my  decision,     even  though  I 
knew  I  had  no  choice  for  my  father  but  to  take  this 
available  bed.     It  was  a  very  bad  day  for  me. 
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It  was  a  very  traumatic  experience  for  me. 
I  seemed  to  see  the  nursing  home  in  a  very  different 
way  than  when  I  went  to  look  at  it.     Seeing  so  many 
people  confined  to  their  rooms  and  restrained, 
really  upset  me.       I  felt  tense,  unhappy,  and  very 
guilty    despite  the  fact  that  I  knew  it  was  what  my 
mother    wanted.     I  left  in  tears  and  went  home  and 
cried  bitterly.     The  first  day  I  went  back  three 
times  to  see  how  mother  was,     still  feeling  guilty 
and  tense. 


I  felt  lousy,  not  a  sense  of  relief  like 
some    people  told  me  I  would.     I  knew  my  mother  was 
bewildered.     It  was  traumatic.     They  tried  to  lessen 
the  shock.     The  social  worker  met  us  at  the  door  and 
my  mother  knew  her.      When  I  left  I  kept  thinking 
they  make  you  feel  stripped.       It's  a  terrible  thing 
to    experience  and  see.      She  must  have  felt  bereft. 
I  said  to  myself,     aloud  in  the  car,     "What  the  hell 
did  I  get  her  into?" 


I  felt  guilty  as  hell  about  it.       My  brother 
and  I  felt  terrible  about  it.      We  think  about  it. 
We  took  father  out  of  his  own  house  one  Saturday 
for  a  neurology  examination  at  the  hospital  clinic 
and  he  never  returned  home.      Father  never  returned 
to  see  his  home  for  the  last  time.    We  felt 
overwhelmed  about  this  situation  but  tried  to  be 
realistic  of  the  circumstances.      Father  is  dead  but 
we  have  not  buried  him. 


The  preceding  descriptions,  offered  by  family  members, 
represent  the  feelings  of  the  majority  of  respondents 
interviewed  in  this  survey.     Cases  in  which  family  members  felt 
only  relief  or  satisfaction  that  the  placenoit  ordeal  was  over 
were  quite  rare.    The  most  frequent  ©notion  cited  was  guilt. 
Ihis  is  often  intensified  if  their  older  relative,  deeply 
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frustrated  by  loss  of  mobility,  loss  of  familiar  surroundings, 
and  loss  of  control  over  their  health  and  daily  life,  vents 
this  frustration  on  family  menbers.    In  addition  to  the 
feelings  of  guilt  and  personal  failure  that  respondents 
described,  their  comments  also  evidence  an  overwhelming  sense 
of  loss,  although  this  is  not  explicitly  named,    Ihe  sense  of 
mourning  for  the  loss  of  the  former  relationship  with  their  elder 
is  pervasive. 

At    the  same  time  that  family  members  expressed  guilt 
and  loss  in  placing  their  loved  one  in  a  nursing  home,  they 
also  felt  that  they  had  done  the  right  thing  for  their  relative. 
As  stated  earlier,  95  percoit  of  the  respondents  indicated, 
in  retrospect,  that  they  had  made  the  right  choice.  This 
impression  fcy  family  members  was  further  supported  by  responses 
to  a  series  of  questions  which  sought  to  develop  a  health  and 
social  profile  of  the  elder:  five  years  ago,  one  year  prior  to 
placement,  just  prior  to  placement,  and  now  that  the  placement 
has    occurred.     The  information  summarized  in  Table  2 
charts  the  level  of  functioning  and  level  of  involvement 
of  the  elder  over  time.    Based  on  respondents'  ratings,  the 
findings  suggest  that  on  the  dimensions  of  j^ysical  and  mental 
health,  elderly  relatives  in  this  survey  showed  notable 
improvement  after  placement  when  compared  to  the  period  just 


-57- 


Hable  2 


Changes  in  the  Functioning  and  Level  of  Involvement  of  Elders,  by  Selected 
Intervals,  During  the  five  Years  Preceding  the  Survey 

Just  Prior  to 


Five  Years  Ago 

One  Year  Ago 

PI acement 

Now 

% 

% 

% 

% 

Characteristics 

Physical  Health 

Poor 

7% 

32% 

66% 

39% 

Fair 

31-6 

43% 

19% 

41% 

Good 

25  -6 

14  -6 

21  '0 

Mental  Health 

Poor 

8% 

31  % 

62  % 

Fair 

26% 

40% 

21% 

26% 

Good 

66% 

29% 

17% 

21  % 

Relative' s 

Relationship 

With  Elder 

Poor 

1% 

3% 

9% 

8% 

Fair 

7% 

12% 

17-0 

12% 

Good 

92% 

85  % 

74  % 

80% 

Social  Activities 

rVlLnin   Lnc  rajiiiiy 

Not  Involved 

5% 

14  % 

33% 

42  % 

HardlN'  Involved 

14% 

26% 

32% 

17% 

Somewhat  Involved 

24% 

28% 

15% 

28% 

Very  Involved 

57% 

31% 

20% 

12% 

Social  Activities 

Outside  the  Family 

Not  Involved 

20% 

34  % 

63  % 

59% 

Hardly  Involved 

19% 

33% 

23  % 

14  % 

Somewhat  Involved 

27% 

19% 

8% 

19% 

Very  Involved 

34% 

14  % 

6% 

8% 
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Tkble  2  Continued 

Jlist  Prior  to 

Five  Years  Ago       One  Year  Ago  Placement 

Physical  Activities                        %  %  % 

Not  Involved                                   21  %  37  %  61  % 

Hardly  Involved                             14  %  31  %  26  % 

Somewhat  Involved                         33%  25%  10% 

Very  Involved                                 32  %  7  %  3  % 

Relative  Doing 
Things  for  Elder 

Not  Involved                                    9  %  3  %  (a) 

Hardly  Involved                              12  %  4  %  6  % 

Somewhat  Involved                          25  %  23  %  12  % 

Very  Involved                                 54  %  70  %  81  % 

Relative  Contributing 
Financially  for  Elder 


Not  Responsible  68  %  65 

Hardly  Responsible  6  %  6 

Somewhat  Responsible  10  %  13 

Very  Responsible  16  %  16 


63 
6 
14 
17 


Elder's  Dependence 
on  Outside  Help 

Not  Dependent  54  %  28  %  17 

Hardly  Dependent  16  %  10  %  6 

Somewhat  Dependent  18  %  36  %  23 

Very  Dependent  12  %  27  %  55 


a 

Less  than  1  percent 


N  =  145 
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prior  to  placenent. 

With  regard  to  physical  health,  the  self-reported  data 
reflect  a  steady  deterioration  prior  to  placement  with  66  percent 
of  the  respondents  indicating  that  the  elder's  health  was  "poor" 
just  before  placement.    After  placenent,  however,  this  rating 
of  poor  health  declined  from  66  percent  to  39  percent. 

The  findings  on  mental  health  closely  parallel  those  for 
^^ysical  health,  although  the  inprovement  reported  after  placement 
is  not  as  large.    The  proportion  of  respondents  categorizing 
their  elder's  condition  as  "poor"  decreased  10  percentage  points 
—  frcan  62  percent  just  prior  to  entrance  into  a  nursing  home  to 
a  lower  53  percent  after  entrance. 

A  consideration  of  psycho-social  indicators  of  well-being 
suggests  small  gains  were  made  for  sane  families  in  the  quality 
of  the  relationship  with  their  elder  after  placement  in  comparison 
with  the  period  just  before  placement.    In  addition,  although 
institutionalization  reduced  the  opportunity  for  social 
activities  within  the  family,  seme  family  members  described 
their  elders  as  having  increased  social  activities  outside  the 
family  since  the  nursing  home  provided  a  means  of  social  contact 
with  other  elders. 

In  summary,  actually  placing  an  elder  in  a  nursing  home  was 
stressful  for  many  family  members  frequently  leaving  them 
with  a  sense  of  guilt.    However,  this  feeling  can  be  qualified 
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by    some  respondents'  reports  that  some  elders  showed  improv^nnent 
in  their  physical  and  mental  health  and  in  their  social 
involvement  as  a  result  of  receiving  institutionalized  care. 

The  previous  sections  have  focused  on  the  issues  that 
family  members  reported  confronting  in  the  process  of  placing 
their  elderly  relative  in  a  nursing  hone.    This  discussion  has 
included  the  issues  that  led  to  the  decision  that  a  nursing  home 
was  needed  for  the  care  of  the  older  relative:  hospital  discharge 
policies,  the  capacity  to  provide  adequate  care  outside  of  a 
nursing  home,  and  the  stress  that  caregiving  places  on  the  family. 
It  has  also  identified  the  obstacles  families  identified  in 
actually  securing  a  nursing  home  bed:  access  to  available  advice 
and  information  on  nursing  homes,  the  shortage  of  available 
nursing  home  beds,  and  the  sometimes  ongoing  sense  of  guilt  at 
having  to  place  an  elder  in  a  nursing  hone. 
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RE)O0MMENDATIONS 


This  report  identifies  specific  prcriDloiis  that  families  in 
this  survey  experienced  in  placing  an  elder  in  a  nursing  hone 
in  Massachusetts.    The  individual  family  experiences,  although 
unique,  suggest  a  pattern  of  problems  and  issues  that  government 
and  the  nursing  home  industry  will  need  to  collectively  address. 
Massachusetts  is  in  the  process  of  responding  to  many  of  the 
issues  identified  in  this  study.      Ihe  Commonwealth  has 
several  premising  programs  such  as,  the  Long  Term  Care 
Connection  at  the  Department  of  Public  Welfare  (DHV)  and  the 
Ombudsman  Program  at  the  Executive  Office  of  Elder  Affairs  (BOEA) . 
Massachusetts  has  recently  ccsnpleted  a  major  multi-agency 
planning  process  which  looks  at  the  future  of  long  term  care 
in  the  Commonwealth.    Numerous  other  citizen  and  community 
agencies,  such  as,  the   Alzheimer's  Disease  and  Related  Disorders 
Association,  currently  sponsor  support  groups  and  counseling 
services  to  help  families  cope  with  the  myriad  of  issues  they  face 
in  identifying  long  term  care  options  for  their  loved  ones.  These 
efforts  are  inportant  and  need  to  be  expanded,  but  they  are 
modest  in  canparison  with  the  problem. 

The  growing  number  of  elderly  needing  full-time  institutional 
care  is  an  issue  which  modem  society  has  never  previously 
confronted.    Never  before  have  so  many  people  lived  so  long. 
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The  result  is  that  systems,  policies,  and  procedures  necessary 
to  address  this  societal  change  have  not  yet  been  fully 
formulated.    The  private,  and  priiiarily  entr^reneurial, 
nursing  home  industry  is  being  confronted  with  growing  numbers  of 
elderly  who  need  nursing  hane  beds.    The  systen  of  state  and 
federal  funding  and  regulation  is  highly  fragmented  and  beleaguered 
with  liiTiited  resources.    The  unfortunate  result  for  many  families 
is  that  the  process  of  meeting  their  elder's  need  for  care  is 
confusing  and  difficult.    Despite  the  best  efforts  of  planners, 
both  within  and  outside  of  state  government,  this  situation  is 
not  likely  to  change  substantially  within  the  next  few  years. 

The  reccrnmendations  listed  below  are  designed  to  identify 
a  direction  that  Massachusetts  can  take  to  assist  families 
and  their  elders.    For  the  most  part,  the  reccrnmendations  build 
upon  existing  efforts.  They  also  attempt  to  point  the  way 
toward  a  comprehensive  systen  that  can  respond  more  effectively 
to  the  growing  nunbers  of  families  who  will  need  help. 

Althou^  the  reccrnmendations  are  specific,  they  are  not 
intended  to  be  prescriptive  of  any  single  solution  or  piece  of 
legislation.    Rather,  they  suggest  the  overall  direction  for 
nursing  home  access  policy  in  the  Commonwealth.    It  is  hoped 
that  the  reccrnmendations  will  serve  to  provoke  serious  debate 
among  state  agencies,  the  advocacy  community,  the  legislature 
and  the  nursing  home  industry,  and  that  comprehensive  legislative 
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and  administrative  approaches  to  inproving  access  to  nursing  homes 
will  emerge. 

Medicaid  currently  pays  over  $600  million  for  nursing  home 
care,  chronic  care,  and  rest  home  care  in  Massachusetts.  Fifty 
percent  of  this  amount  is  provided  by  the  federal  government. 
The  proposed  recanmendations  would,  over  time,  cost  the  Conmonwealth 
more  than  it  is  currently  paying.    However,  increased  costs  are  a 
necessary  part  of  responding  to  a  problon  which  will  affect  an 
increasing  number  of  families  in  Massachusetts. 

Policy  Goals 

The  following  policy  goals  are  interrelated.    They  should 
be  considered  distinct  conponents  of  a  comprehensive  system 
designed  to  increase  access  to  nursing  homes  rather  than 
independent  reccmmendations. 

An  inportant  issue  for  some  families  in  this  survey  was  finding 
an  available  nursing  hcxne  bed  which  met  their  criteria  for  care. 
The  following  interrelated  recommendations  seek  to  address  this 
problem. 

(1)  Revise  the  Determination  of  Need  criteria  to  allow  for 
the  expansion  of  the  number  of  available  nursing  hone 
beds.    Growth  should  be  targeted  to  areas  of  greatest 
denand  and  correspond  to  the  level  of  care  needed. 
Currently,  [Massachusetts  nursing  homes  have  a  median 


-64- 


occupancy  rate  of  98  percent. 

(2)  Reduce  the  rate  differential  between  private  paying  and 
public  paying  nursing  home  residents  through  enhanced 
Medicaid  reimbursements.    Encourage  the  Rate  Setting 
Ccmmission  to  increase  the  amount  of  money  provided 
for  Medicaid  beds  to  reflect  actual  costs  (currently 
76  percent  of  all  licensed  beds  in  Massachusetts  are 
Medicaid  reimbursed)  and,  at  the  same  time,  begin 
regulating  private  pay  rates.    Nursing  homes  should 

be  guaranteed  that  the  total  amount  of  revenue  for  all 
patients  would  not  decline  and  also  assured  that 
Medicaid  rates  would  be  annually  adjusted  to  cover 
changing  costs.  Ihis  would  provide  greater  incentive 
for  nursing  hcanes  to  accept  Medicaid  patients. 
Additionally,  it  would  help  reduce  any  subsicfy  that  private 
paying  patients  may  be  providing  to  overall  nursing  heme 
costs.    It  would  help  reduce  possible  differential 
treatment  that  private  paying  and  public  paying  patients 
may  receive,  and  it  would  help  private  paying  patients 
better  afford  the  cost  of  nursing  home  care.l 

(3)  Increase  the  Medicaid  payment  for  residents  with  heavy 
care  and  special  needs  (e.g.,  Alzheimer's  Disease, 
mental  retardation,  and  other  severe  heavy  care  disorders^ 
The  Medicaid  reimbursenent  should  be  linked  to  the 

level  of  care  the  resident  requires.  One  mechanism  that 
could  be  implemented  links  cost-containment  with  level  of 
need  through  a  prospective  payment  system  based  on  the 
resident's  identified  service  need.  (This  can  be 
adjusted  retrospectively  based  on  actual  costs) .  This 
additional  funding  would  assist  nursing  homes  so 
they  can  better  provide  the  necessary  services  to  more 
expensive  heavy  care  residents.    It  may  also  encourage 
the  expansion  of  beds  thereby  increasing  access  to  elders 
in  need  of  heavy  care.  2 

(4)  Develop  a  state  funded  computerized  Nursing  Hone 
Information  and  Referral  System  which  can  provide  the 
public  with  a  daily  statewide  listing  of  available 
nursing  home  beds.    The  Information  and  Referral 
System  would  include  information  on  each  heme's: 
level  of  care,  special  services,  location,  religious 
affiliation  (if    any) ,  size  of  waiting  list,  staff  to 
resident  ratio,  and  a  record  of  any  licensing  violations 
in  the  past  year.    The  Information  and  Referral  Syston 
could  also  provide  a  sequential  record  of  applications 
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to  nursing  hones.    A  system  of  this  type  would  offer  a 
comprehensive  conmunity-based  long-terra  care  referral 
syston.    This  could  provide  families  and  the  elderly 
with  a  single  access  point  for  information,  counseling, 
and  placCTieit  on  a  range  of  long-term  care  options. 


Problems  concerning  families'  capacity  to  delay  the  onset 
of  institutionalization  were  identified  in  this  study.  Two 
recommendations  are  presented  to  help  address  this  issue. 


(1)  Intensify  current  efforts  to  disseminate  information 
to  the  public  on  already  existing  services  and  programs, 
such  as,  the  Long  Term  Care  Connection  (DM),  the 
Ombudsman  Program  (EOEA) ,  and  the  Advocacy  Program  (DPH) , 
The  Long  Term  Care  Connection,  in  particular,  offers 
critically  inportant  case  screening  services  for  both 
Medicaid-dependoit  and  private  paying  elders. 


(2)  Require  all  hospitals  to  inform  elders  and  their  families 
of  the  average  number  of  insurance-covered  hospital  days 
under  the  D.R.G.  formula.    Encourage  all  hospitals  to 
provide  as  much  notice  as  possible  to  families  whose 
elder  may  require  nursing  home  care.    Currently,  hospitals 
must  give  48  hours  notice  prior  to  discharge  to  Medicare 
patients.    Families  and  the  elderly  should  be  given  more 
notice  so  they  can  begin  planning  and  adjusting  to 
ongoing  care  needs. 
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Footnotes 


Model  legislation  exists  in  the  state  of  Minnesota.  This 
legislation  prohibits  differential  payments,  for  the  same 
services,  between  private  paying  and  Medicaid  nursing  hcxne  residents. 
The  legislation  also:  limits  the  amount  of  admission  deposit  to 
$100;  prohibits  differential  treatment  on  the  basis  of  public 
assistance;  prohibits  discrimination  in  admissions  and  services 
offered,  and  prohibits  rocm  assignment  on  the  basis  of  status  with 
regard  to  public  assistance;  and  prohibits  engaging  in  preferential 
selection  in  admissions  or  selection  from  a  waiting  list  based  on 
the  ^plicant's  ability  to  pay.    Violation  of  these  conditions  will 
result  in  action  by  the  state  of  Minnesota  for  civil  damages. 

2    Maryland,  New  York,    and  West  Virginia  are  currently 

experimenting  with  different  case-mix  reimbursement  models. 
See  Robert  E.  Schlenker,  "Nursing  Home  Reimbursement,  Quality, 
and  Access  —  A  Synthesis  of  Research"  (1984)  Center  for  Health 
Services  Research,  University  of  Colorado  Health  Sciences  Center, 
Denver,  Colorado. 


-67- 


APPENDIX  A 

Resources  for  Information  on  Nursing  Hones 

The  Long  Term  Care  Connection  is  a  state  program  located  within 
the  Department  of  Public  Welfare.    The  goals  of  the  program  are: 

1)  to  help  an  individual  remain  in  the  most  independent  living 
arrangement  possible  and  prevent  unnecessary  nursing  hone  admission, 

2)  to  assure  that  if  nursing  hone  care  is  required,  the  individual 
is  admitted  to  a  proper  setting  for  her/his  care,  3)  to  provide 
information  about  nursing  hones  and  services  available  in  the 
community.    The  program  offers  consultations  at  no  charge  to  both 
Medicaid  and  private  paying  patients  in  need  of  long-term  care 
services.    The  consultations  are  provided  by  a  nurse/social  worker 
team  who  make  visits  to  an  elder  at  home  or  in  the  hospital. 

Information  may  be  obtained  from  the  central  office: 

Long  Term  Care  Connection 
Department  of  Public  Welfare 
Medicaid  Division 
600  Washington  Street 
Boston,  Massachusetts  02111 
(617)  423-6576 
1-800-322-1443 
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or  from  field  staff  in  the 
Catchment  Areas 


following 


catchment  areas: 

Telephone  # 


Beverly/North  Shore 

South  Shore  Area 

Fall  River  Area 

New  Bedford  Area 

Plymouth  County  Area 

Cape  Cod/Islands 

Lawrence  Area 

Lowell  Area 

Lynn/North  Shore 

Mystic  Valley 

Norwood  Area 

Berkshire  County 

Milford  Area 

Worcester  County/North 

Worcester  County/South 

Newton/Brookl ine 
Cambr idge/Somervil le 

Boston  Area 

Springfield  Area 

Northampton  Area 


(617)  927-6616 
(617)  471-2600 
(617)  824-1383 
(617)  824-1383 
(617)  824-1383 
(617)  822-7550 
1-800-322-1448 
1-800-322-1448 
(617)  599-0700 
(617)  599-0700 
(617)  762-6300 
(413)  499-3250 
(617)  473-2710 
(617)  368-8541 
(617)  368-8541 

(617)  666-4910 

(617)  727-1420 

(413)  781-0212 

(413)  586-3600 
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The  State  Long  Term  Care  Ombudsman  Program  is  a  state  and 
federally   mandated  program  within  the  Massachusetts  Executive  Office 
of  Elder  Affairs,    The  goals  of  the  Ombudsman  Program  are  to  irrprove 
the  quality  of  life,  care  and  environment  of  long  term  care  residents 
and  to  advocate  for  the  protection  of  their  rights. 

Information  may  be  obtained  from  the  central  program  office: 

State  Long  Term  Care  Ombudsman  Program 

Executive  Office  of  Elder  Affairs 

38  Chauncy  Street 

Boston,  MA  02111 

(617)  727-7273 

1-800-882-2003 


or  from  local  anbudspeople  located  throughout  the  Ccsrunonwealth: 


Program  Area  Telephone  # 


Citywide  Boston 

(617) 

725- 

■3983 

Roslindale/Jan\aica  Plain 

(617) 

325- 

-6565 

Dorchester/East  Boston 

(617) 

325- 

-6565 

Br  ighton/Roxbury 

(617) 

742- 

-6830 

Brain tree 

(617) 

848- 

-3910 

Brockton 

(617) 

583- 

-1833 

Brook 1 ine/Newton 

(617) 

566- 

-5716 

Cambr  idge/Some  rvil le 

(617) 

628- 

-2601 

Cape  Cod  and  the  Islands 

1-800-352- 

-7178 

Chelsea/Rever  e/^V  inthrop 

(617) 

286- 

-0550 
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Fall  River 

(617) 

675- 

■2101 

Foxboro 

(617) 

769- 

■7440 

FraminahaiTi 

(617) 

620-1742 

Gloucester 

(617) 

281- 

■1750 

Greenfield 

(413) 

773- 

•3747 

Holyoke/Qi  icopee 

(413) 

538- 

-9020 

Lawrence 

(617) 

683- 

-7747 

Leominster 

(617) 

534- 

-8558 

Lexington 

(617) 

861- 

-0890 

Lynn 

(617) 

599-0110 

Maiden 

(617) 

322- 

-4766 

Mil ford 

(617) 

478- 

-0820 

New  Bedford 

(617) 

999-6400 

Nor  thampton 

(413) 

584- 

-4034 

Peabody 

(617) 

535- 

-6220 

Pittsfield 

(413) 

499- 

-1950 

Springfield 

(413) 

733- 

-2149 

Worcester 

(617) 

755- 

-4388 
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APPENDIX  B 


BACKGROUND  AND  DESCRIPTION  OF  THE  SAMPLE 

With  the  assistance  of  the  Massachusetts  Federation  of 
Nursing  Homes,  individual  member  nursing  homes  in  the  greater 
Boston  area  were  contacted  about  this  study.     Each  nursing  home 
interested  in  participating  in  the  study  then  sent  a  form  letter 
describing  the  study  to  families  who  had  placed  an  older  person 
in  a  nursing  home  within  the  previous  eighteen  months.  The 
letter  assured  individual  anonymity  for  families  agreeing  to 
participate  in  the  study  and  requested    written  authorization 
to  forward  their  names  to  the  Gerontology  Program  at  The 
University  of  Massachusetts  at  Boston  for  possible  inclusion 
in  the  study.     As  a  result  of  the  process,  a  total  of  145 
individual  family  members  returned  the  release  with  their 
consent  to  participate  in  the  study.     All  145  individual 
family  members  were  interviewed  by  the  Gerontology  Program. 

The  interviews  lasted  one  hour,  on  the  average,  but  ranged 
from  forty-five  minutes  to  nearly  three  hours  in  length.  The 
interview  instrument  contained  151  closed-ended  questions  and  7 
open-ended  questions.     The  instrument  was  structured  according 
to  the  Total  Design  Method  developed  by  Dillman  (1970)  and  has 
been  successfully  used  in  previous  aging-related  research  by  the 
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Gerontology  Program.     All  145  interviews  were  conducted  by  45 
students  in  the  Gerontology  Program  at  the  College  of  Public  and 
Community  Service,  University  of  Massachusetts  at  Boston. 
Students  were  trained  for  2.5  hours  a  week  over  a  12  week  period 
prior  to  gathering  the  data.     The  student  interviewers,  for  the 
most  part,  were  over  60  years  old  themselves,  had  previous 
experience  with  interviewing,  and  were  knowledgable  concerning 
nursing  home  placement.     The  ages  of  the  interviewers  were 
similar  to  the  ages  of  the  interviewed  family  members. 
Data  were  cleaned,  sorted,  key-punched,  and  analyzed  using 
the  Statistical  Package  for  the  Social  Sciences   (SPSS) . 

The    data  obtained  for  this  survey  are  unique.     The  data 
are  limited  in  that  the  sample  is  not  random.     The  reader 
should  be  aware  that  the  experience  of  family  members  who 
chose  to  participate  in  the  study  may  not  represent  the 
experience  of  the  larger  population  in  placing  an  elder  in 
a  nursing  home.      Although  the  sample  was  obtained  by  the 
Massachusetts  Federation    of  Nursing  Homes,  it  is  possible 
that  those  families  who  agreed  to  cooperate  with  the 
Federation  encountered    different  events  in  the  placement 
process  than  those  who  did  not  participate.     The  experiences 
reported  by  family  members  in  this  survey,  however,  evidence 
a  striking  similarity.     The  same  issues  surfaced  repeatedly 
in  respondents'  descriptions  of  the  process  of  nursing  home 
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placement . 

Respondents  who  were  interviewed  for  the  study  reported  an 
average  age  of  55  years.     Approximately  two-thirds  of  the 
respondents  were  female  and  one-third  male.     The  age  of  the 
respondents  ranged  from  24  to  84  years  old.     The  older 
respondents  were  more  likely  to  represent  the  6  percent  of  the 
sample  that  had  recently  placed  a  spouse  in  a  nursing  home 
(3  percent  placed  their  wives  and  3  percent  placed  their 
husbands) .     Another  7  percent  of  the  sample,  many  of  whom 
were  older  than  the  average  age  in  the  sample,  had  recently 
placed  their  sisters  in  a  nursing  home  (there  were  no 
brothers  placed  in  the  sample) .     For  the  most  part,  over 
two-thirds  of  the  respondents  were  placing  their  parents 
in  a  nursing  home,  with  55  percent  of  the  total  sample 
placing  their  mothers  in  a  nursing  home.     A  total  of  19  percent 
of  the  sample  had  some  relationship  other  than  child,  spouse,  or 
sibling  to  their  older  relative,  such  as  cousin,  aunt  or  uncle. 
A  profile  of  the  demographic  characteristics  of  the  elderly 
relatives  is  presented  in  Table  1.     The  average  age  of  the  older 
person  at  the  time  of  placement  was  80.9  although  the  ages 
ranged  from  62  to  100  years.     More  than  three-quarters 
(78  percent)  of  the  elderly  relatives  placed  were  female. 
Nearly  99  percent  of  the  sample  was  white. 
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For  8  percent  of  the  elderly  persons  placed,  English  was  not 
their  primary  language.     Respondents  indicated  that  slightly  more 
than  half  of  their  older  relatives  who  spoke  English  as  a  second 
language  were  somewhat  or  hardly  fluent  in  English. 

In  general,  respondents  indicated  that  their  elderly 
relative  was  in  poor  physical  health,  had  mental  problems,  and 
was  dependent  on  others  for  daily  living  activities  just  prior  to 
placement  in  a  nursing  home. 
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APPENDIX  C 
QUESTIOMNAIRE 

Please  do  not 
write  in 
this  space. 

Card : Col umn ( s ) 

Interviewer's  ID  Number:  III 

1 : 1-2 

Respondent's  ID  Number:  III 

1:3-4 

Ql.    What  relationship  to  you  is  the  person  vjho  was  placed  in 
the  nursing  home  (circle  number): 

1:5 

1    YOUR  MOTHER 

2    YOUR  FATHER 

3    YOUR  WIFE 

4    YOUR  HUSBAND 

5    YOUR  SISTER 

6    YOUR  BROTHER 

7    OTHER  (specify) 

Q2.    Is  your  ['^ELATIVE]  male  or  female  (circle  number)? 

1  ;5 

I  FEMALE 

2  :iA.LE 

Q3.    About  how  old  was  your  [RELATIVE]  at  the  time  of  nursing  home 
placement  (specify)? 

1:7-9 

/    /    /  / 

Q4.    What  is  your  [RELATIVE'S]  racial  or  ethnic  identity  (circle  number)? 

1 :10 

1    AS  I AN -AMERICAN 

2  BLACK/AFRO-AMERICAN 

3    CAPE  VERDEAN 

4  HISPANIC/LATINO 

5    NATIVE  AMERICAN/INDIAN 

5    WHITE/ CAUCASIAN 

7    OTHER  (specify) 
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I    I    I    I  I 


IF  YES,  SKIP  TO  Q7.  8EL0W 


Q5.    Is  English  your  [RELATIVE'S]  primary  language  (circle  one)? 

rl  NO 
2    YES   : 

(IF  NO) 

Q6.    How  fluent  is  your  [RELATIVE]  in  spoken  English?  Would 
you  say  hardly  fluent,  somewhat  fluent,  or  very  fluent 
(circle  number)? 

1  HARDLY  FLUENT 

2  SOMEWHAT  FLUENT 

3  VERY  FLUENT 

Each  of  the  following  questions  asks  you  to  remember  as  best  you  can 
the  conditions  existing  at  five  different  points  in  reference'to  your 
[RELATIVE]  being  placed  in  a  nursing  home.    The  four  points  are 
approximately  5  years  ago,  1  year  prior  to  placement,  just  prior  to 
placement,  and  now  that  placement  has  occurred. 


1:11 


Q7, 


How  would  you  describe  your  ['RELATIVE  S]  physical  health^ 
Would  you  say  poor,  fair,  or  good  (circle  one  for  each  item)? 


Q8. 


POOR 
(1) 

FAIR 
(2) 

GOOD 
(3) 

a. 

5  YEARS  AGO 

2 

3 

b. 

1  YEAR  PRIOR  TO  PLACEMENT 

22 

3 

c . 

JUST  PRIOR  TO  PLACEMENT 

2 

3 

d. 

NOW  THAT  PLACEMENT  HAS  OCCURRED 

2 

3 

How 
you 

would  you  describe  your  [RELATIVE'S] 
say  poor,  fair,  or  good  (circle  one 

mental 
for  each 

health? 
i  tem ) ? 

Would 

POOR 
(1) 

FAIR 
(2) 

GOOD 
(3) 

a. 

5  YEARS  AGO 

1 

2 

3 

b. 

1  YEAR  PRIOR  TO  PLACEMENT 

1 

2 

3 

c . 

JUST  PRIOR  TO  PLACEMENT 

1 

2 

3 

d. 

NOW  THAT  PLACEMENT  HAS  OCCURRED 

1 

2 

3 

1:12 


1:13 
1:14 
1:15 
1:15 


1:17 
1:13 
1:19 
1:20 
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I    I    I    I  I 


Q9.    How  would  you  describe  the  relationship  you  had  or  have  with 

your  [RELATIVE]?  Would  you  say  poor,  fair,  or  good  (circle  one 
for  each  item)? 


POOR 

FAIR 

GOOD 

(1) 

(2) 

(3) 

a. 

5  YEARS  AGO 

1 

2 

3 

b. 

1  YEAR  PRIOR  TO  PLACEMENT 

1 

2 

3 

c. 

JUST  PRIOR  TO  PLACEMENT 

1 

2 

3 

d. 

NOW  THAT  PLACEMENT  HAS  OCCURRED 

1 

2 

3 

QIO.    How  involved  was  or  is  your  [RELATIVE]  in  social  activities 

within  the  family?    Would  you  say  not  involved,  hardly  involved, 
somewhat  involved,  or  very  involved  (circle  one  for  each  item)? 

NOT         HARDLY    SOMEWHAT  VERY 
INVOLVED  INVOLVED  INVOLVED  INVOLVED 
)  (2)  (3)  (^0 


a.  5  YEARS  AGO 

b.  1  YEAR  PRIOR  TO  PLACEMENT 

c.  JUST  PRIOR  TO  PLACEMENT 

d.  NOW  THAT  PLACEMENT  HAS  OCCURRED 


2  3  4 

2  3  4 

2  3  4 

2  3  4 


Qll.    How  involved  was  or  is  your  [RELATIVE]  in  social  activities 

outside  of  the  family?    Would  you  say  not  involved,  hardly  involved, 

somewhat  involved,  or  very  involved  (circle  one  for  each  item)? 

NOT         HARDLY  SOMEWHAT  VERY 

INVOLVED  INVOLVED  INVOLVED  INVOLVEDI 

(1)           (2)  (3)  (4) 

a.  5  YEARS  AGO                                  12  3  4 

b.  i  YEAR  PRIOR  TO  PLACEMENT             12  3  4 

c.  JUST  PRIOR  TO  PLACEMENT                 12  3  4 

d.  NOW  THAT  PLACEMENT  HAS  OCCURRED    12  3  4 


1:21 
1 : 22 
1:23 
1:24 


1:25 
1:26 
1:27 
1:28 


1:29 
1:30 
1:31 
1:32 


Q12. 


Q13. 


Q14, 
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How  involved  was  or  is  your  [RELATIVE]  in  physical  activities? 
Would  you  say  not  involved,  hardly  involved,  somewhat  involved, 
or  very  involved  (circle  one  for  each  item)? 

NOT         HARDLY    SOMEWHAT  VERY 
INVOLVED  INVOLVED  INVOLVED  INVOLVED 


a.  5  YEARS  AGO 

b.  1  YEAR  PRIOR  TO  PLACEMENT 

c.  JUST  PRIOR  TO  PLACEMENT 

d.  NOW  THAT  PLACEMENT  HAS  OCCURRED 


(2) 
2 
2 
2 
2 


(3) 
3 
3 
3 
3 


(4) 
4 
4 
4 
4 


How  involved  were  you  or  are  you  in  doing  various  things  for  your 
[RELATIVE]?    Would  you  say  not  involved,  hardly  involved,  somewhat 
involved,  or  very  involved  (circle  one  for  each  item)? 

NOT         HARDLY    SOMEWHAT  VERY 
INVOLVED  INVOLVED  INVOLVED  INVOLVED 
(1)  (2)  (3)  (4) 


a.  5  YEARS  AGO 

b.  1  YEAR  PRIOR  TO  PLACEMENT 

c.  JUST  PRIOR  TO  PLACEMENT 


NOW  THAT  PLACEMENT  HAS  OCCURRED  1 


How  responsible  were  or  are  you  for  contributing  financially  to 
your  [RELATIVE]?    Would  you  say  not  responsible,  hardly  responsible, 
somewhat  responsible,  or  very  responsible  (circle  one  for  each  item)? 


NOT 
RESPON- 
SIBLE 


HARDLY 
RESPON- 
SIBLE 


SOMEWHAT  VERY 
RESPON-  RESPON- 


SIBLE 


SISLE 


(1) 

(2) 

(3) 

(-) 

a. 

5  YEARS  AGO 

1 

2 

3 

4 

b. 

1  YEAR  PRIOR  TO  PLACEMENT 

1 

3 

4 

c . 

JUST  PRIOR  TO  PLACEMENT 

1 

2 

3 

4 

d. 

NOW  THAT  PLACEMENT  HAS  OCCURRED 

1 

2 

3 

4 

I  I  I  I  1 


1:33 
1:34 
1:35 
1:36 


1:37 
1:38 
1:39 
1:40 


1:41 
1:42 
1:43 
1:44 


J 
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I    I    I    I  I 


Q15, 


How  dependent  was  or  is  your  [RELATIVE]  on  outside  help  for  daily 
activities?    Viould  you  say  not  dependent,  hardly  dependent,  somewhat 
dependent,  or  very  dependent  (circle  one  for  each  item)? 


MOT 

HADni  V 
nMKUL I 

DEPEND- 

DEPEND- 

DEPEND- 

DEPEND 

ENT 

ENT 

ENT 

ENT 

(1) 

(2) 

(3) 

(4) 

a . 

5  YEARS  AGO  1 

2 

3 

4 

b. 

1  YEAR  PRIOR  TO  PLACEMENT  1 

2 

3 

4 

t. 

JUST  PRIOR  TO  PLACEMENT  1 

2 

3 

4 

d. 

NOW  THAT  PLACEMENT  HAS  OCCURRED  1 

2 

3 

4 

Q16.    Just  prior  to  placement,  was  your  [RELATIVE]  1 ivinq  (circle  number) 

1  ALONE 

2  WITH  SPOUSE 

3  WITH  YOU 

4  IN  CONGREGATE  HOUSING 

5  IN  SOME  OTHER  ARRANGEMENTS  (explain)   


1:45 
1:^6 
1:47 
1:48 


1:49 


Q17.    Just  prior  to  placement,  was  your  [RELATIVE]  able  to  do  the  follow- 
ing (circle  one  for  each  item)? 

NOT 

NO    YES  APPLICABLE 
(1)    (2)  (9) 

1       2  9 

2  9 

2  9 

2  9 

2  9 

2  9 

2  9 


a.  COOK  A  HOT  MEAL 

b.  BATHE  SELF 

c.  PERFORM  LIGHT  HOUSEWORK 

d.  PERFORM  HEAVY  HOUSEWORK 

e.  MANAGE  OWN  MEDICATION 

f.  MANAGE  OWN  FINANCES 

g.  USE  THE  TOILET  UNASSISTED 


50 
51 
52 
53 
54 
55 
56 
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Q13. 


At  any  time  prior  to  placement,  were  the  following  services 
provided  for  your  [RELATIVE]  (circle  one  for  each  item)? 


NO 


a.  MEALS  ON  WHEELS 

b.  HOMEMAKER  SERVICES 

c.  VISITING  NURSE 

d.  RESPITE  CARE 

e.  ADULT  DAY  HEALTH 

f.  COMPANION  SERVICES 

g.  OTHER  SERVICE(S)  (specify) 


YES 
(2) 

2 

2 

2 

2 

2 

2 


Q19. 


At  any  time  prior  to  placement,  did  any  family  member--other  than 
yoursel f--provide  basic  services  to  your  [RELATIVE]  (circle  number)? 


1  NO 

2  YES  (explain) 


57 
58 
59 
60 
61 
62 
63 


1:64 


Q20.    Please  describe  for  me  in  some  detail  the  most  important  event 
leading  up  to  the  decision  to  place  your  [RELATIVE]  in  a  nursing 
hone.    [Note  to  Interviewer:    This  question  should  be  written  up 
on  the  appropriate  page  in  the  rear  section  of  this  interview,] 


Q21.    Describe  how  the  decision  to  place  your  [RELATIVE]  in  a  nursing  home 
was  finally  made  by  you  and  any  others  who  were  involved,  in  addition 
to  what  helped  you  most  to  make  that  decision.    [Note  to  Interviewer: 
This  question  should  be  written  up  on  the  appropriate  oage  in  the 
rear  section  of  this  interview  schedule.] 
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Q22.  Other  than  yourself,  who  among  the  following  was  invol ved  in  the 
decision  to  place  your  [RELATIVE]  in  a  nursing  home  and,  if  they 
were  involved,  would  you  say  the  involvement  was  hardly  helpful, 
somewhat  helpful,  or  very  helpful  (circle  one  for  each  item)? 


INVOLVED 


NOT         HARDLY    SOMEWHAT  VERY 
INVOLVED    HELPFUL  HELPFUL  HELPFUL 


NOT 
APPLIC- 
ABLE 


(1) 

(2) 

(3) 

(4) 

(9) 

a. 

YOUR  SPOUSE  1 

2 

3 

4 

9 

b. 

YOUR  CHILDREN  1 

2 

3 

4 

9 

c. 

YOUR  [RELATIVE'S]  SPOUSE  1 

2 

3 

4 

9 

d. 

OTHER  RELATIVE(S)  1 

2 

3 

4 

9 

e. 

FRIEND(S)  1 

2 

3 

4 

9 

f . 

SPIRITUAL  ADVISOR(S)  1 

2 

3 

4 

9 

g- 

SOCIAL  WORKER(S)  1 

2 

3 

4 

9 

h. 

CASE  MANAGER (S)  1 

2 

3 

4 

9 

i . 

DOCTOR(S)  1 

2 

3 

4 

9 

j. 

NURSE(S)  1 

2 

3 

4 

9 

k. 

OTHER(S)  (specify)  1 

2 

3 

4 

9 

Q23, 


How  involved  was  your  [RELATIVE]  in  the  placement  decision  process? 
Would  you  say  not  involved,  hardly  involved,  somewhat  involved,  or 
very  involved  (circle  number): 


1  NOT  INVOLVED 

2  HARDLY  INVOLVED 

3  SOMEWHAT  INVOLVED 

4  VERY  INVOLVED 


Q24.    How  would  you  describe  your  [RELATIVE'S]  feeling  about  the  placement 
decision,  both  initially  and  now  that  some  time  has  passed?  More 
specifically,  what  has  he  or  she  said  or  done  in  reaction  to  that 
decision?    [Note  to  Interviewer:    This  question  should  be  writien  up 
on  the  appropriate  page  in  the  rear  section  of  this  interview.] 
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Q25, 


Q26. 


Q27 


Have  you  personally  experienced  the  pi acement  of  another  elder 
relative  in  a  nursing  home  (circle  number) : 

1  NO 

2  YES  (explain)   


Did  you  contact  any  of  the  following  sources  for  information 
regarding  nursing  homes  and,  if  so,  would  you  say  the  contact  was 
hardly  helpful,  somewhat  helpful,  or  very  helpful  (circle  one  for 
each  item)? 


CONTACTED 


NOT 

HARDLY 

SOMEWHAT 

VERY 

CONTACTED 

HELPFUL 

HELPFUL 

HELPFUL 

(1) 

(2) 

(3) 

(4) 

a. 

DOCTOR(S)  1 

2 

3 

4 

miid<;f^<^^  1 

llU  Ko  L.  ^  J  y  1 

L 

•3 
J 

/I 
t 

C. 

HOSPITAL  ADMINISTRATIVE  STAFF  1 

2 

3 

4 

d. 

CASE  MANAGER/SOCIAL  WORKER  1 

2 

3 

4 

e. 

SPIRITUAL  ADVISOR(S)  1 

2 

3 

4 

f . 

FRIEND(S)  1 

9 

4. 

3 

4 

g. 

LEGISLATOR(S)  1 

2 

3 

4 

h. 

NURSING  HOME  ASSOCIATION  1 

2 

3 

4 

i . 

YELLOW  PAGES  1 

2 

3 

4 

j. 

COUNCIL  ON  AGING  1 

2 

3 

4 

k. 

ELDERLY  HOT  LINE  1 

2 

3 

4 

1 . 

STATE  DEPT.  OF  ELDER  AFFAIRS  1 

2 

3 

4 

m. 

OTHER  (specify)  1 

2 

3 

4 

Prior  to  placement,  how  many  nursing  homes  did  you  contact  for 
information  (specify): 


III  NURSING  HOMES 


1:76 

Enter  "1"  in 
Column  80; 
repeat 
entries  in 
Columns  1-4 
from  Card  1. 


5 
6 
7 
8 
9 

10 
11 
12 
13 
14 
15 
16 
17 


2:18-19 
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Q28.    Prior  to  placement,  how  many  nursing  homes  did  you  actually  visit 
(specify)? 

/    /    /  NURSING  HOMES 

Q29.    Prior  to  placement,  how  many  nursing  homes  asked  you  to  fill  out 
their  application  form(s)  (specify)? 

/    /    /  NURSING  HOMES 

Q30.    Prior  to  placement,  how  many  nursing  homes  were  ruled  out  due  to 
the  following  reasons  (specify  for  each  item)? 


a.  NO  RESPONSE  FROM  NURSING  HOME 

b.  PLACED  ON  WAITING  LIST  f^OR 
LACK  OF  SPACE 

c.  FINANCIAL  REASONS 

d.  NURSING  HOME  ARRANGEMENT  UNABLE 
TO  SERVE  YOUR    RELATIVE'S  NEEDS 

e.  RELATIVE  WAS  TOO  SICK  TO  MOVE 
AT  THE  TIME 

f.  OTHER  REASONS  (explain) 


/    /    /  NURSING  HOMES 

/    /    /  NURSING  HOMES 

III  NURSING  HOMES 

/    /    /  NURSING  HOMES 


III  NURSING  HOMES 
/    /    /  NURSING  HOMES 


Q31.    Approximately  how  many  weeks  did  you  wait  from  the  time  you  applied 
until  your  [RELATIVE]  was  placed  in  the  current  nursing  home 
(specify)? 

/    /    /  WEEKS 

Q32.    At  the  time  you  were  deciding,  was  the  nursing  home  in  which  your 
[RELATIVE]  is  currently  placed  your  first  choice,  second  choice,  or 
some  other  choice  (circle  number)? 

1  FIRST  CHOICE 

2  SECOND  CHOICE 

3  SOME  OTHER  CHOICE 
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Q33.    Which  of  the  following  factors  would  you  consider  to  be  the  most 
influential,  then  the  second-most  influential,  and  finally  the 
third-most  influential  in  helping  decide  which  nursing  home  to 
choose  (put  number  of  item  in  appropriate  box)? 


1.    RELIGIOUS  AFFILIATION 


2.    QUALITY  OF  HEALTH  SERVICES 


3.  LOCATION 


4.    AVAILABLE  BED/SPACE  /    /    MOST  INFLUENTIAL 


5.  QUALITY  OF  STAFF  /_/    SECOND-MOST  INFLUENTIAL 

6.  QUALITY  OF  PROGRAMS  l~~f   THIRD-MOST  INFLUENTIAL 
(E.G.  ,  RECREATION) 


7.  CLEANLINESS 


3.    ANOTHER'S  RECOMMENDATION 


Q34.    What  is  the  traveling  time  to  visit  your  [RELATIVE]  at  this 
nursing  home  (circle  number)? 


1    LESS  THAN  15  MINUTES 


2  15,  BUT  LESS 

3  30,  BUT  LESS 

4  45,  BUT  LESS 


THAN  30,  MINUTES 
THAN  45,  MINUTES 
THAN  60,  MINUTES 


5    60  MINUTES  OR  MORE 


Q35.    How  difficult  is  it  traveling  to  visit  your  [RELATIVE]  at  this 
nursing  home?    Would  you  say  very  difficult,  somewhat  difficult, 
or  not  difficult  (circle  number)? 


1    VERY  DIFFICULT 


2    SOMEWHAT  DIFFICULT 


3    NOT  DIFFICULT 


Q36.    In  searching  for  an  adequate,  affordable  nursing  home  for  your 
[RELATIVE],  what  was  the  most  difficult  problem  you  had  to  deal 
with?    [Note  to  Interviewerl    This  question  should  be  written  up 
on  the  appropriate  page  in  the  rear  section  of  this  interview,] 
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Q37.    Please  tell  me  what  proportion/percentage  of  the  total  cost  for 
nursing  home  care  is  paid  for  by  the  following  sources  (specify; 
note  that  figures  should  add  to  100%). 

PERCENT 


a. 

BY  YOU  OR  OTHER  FAMILY  MEMBERS 

/ 

/ 

/ 

/ 

b. 

MEDICAID  PAYMENTS 

/ 

/ 

/ 

/ 

c. 

YOUR  [RELATIVE'S]  OWN  CONTRIBUTION 

/ 

/ 

/ 

/ 

d. 

OTHER  SOURCE(S)  (specify) 

/ 

/ 

/ 

/ 

TOTAL  =  100° 


Q38.    Do  you  view  this  nursing  home  as  a  permanent  placement,  as  temporary 
placement,  until  your  [RELATIVE'S]  condition  improves,  or  as  a 
temporary  placement  awaiting  a  more  suitable  nursing  home  (circle 
number)? 

1  PERMANENT  PLACEMENT 

2  TEMPORARY  PLACEMENT  UNTIL  [RELATIVE'S] 
CONDITION  IMPROVES 

3  TEMPORARY  PLACEMENT  AWAITING  MORE 
SUITABLE  NURSING  HOME 

Q39.    Did  you  assume  the  responsibility  for  handling  your  [RELATIVE'S] 
estate  (circle  number)? 


IF  NO,  SKIP  TO  Q41.  BELOW 


1  NO 

2  YES 

(IF  'YES) 

Q40.    Have  any  legal  problems  occurred  since  you  assumed  responsi 
bility  and,  if  so,  did  you  obtain  professional  advice  to 
resolve  the  problem(s)  (circle  number)? 

1  :io 

2  YES;  OBTAINED  PROFESSIONAL  ADVICE 


3    YES;  DID  NOT  OBTAIN  PROFESSIONAL  ADVICE 
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Q41.    How  difficult  were  the  following  factors  prior  to  placing  your 

[RELATIVE]  in  the  current  nursing  home?    Would  you  say  hardly  diffi 
cult,  somewhat  difficult,  or  very  difficult  (circle  one  for  each 
item)? 


HARDLY 
DIFFI- 
CULT 
(1) 

SOMEWHAT 
DIFFI- 
CULT 
(2) 

VERY 
DIFFI- 
CULT 
(3) 

NOT 
APPLIC 
ABLE 
(9) 

a. 

PROVIDING  PHYSICAL  CARE 

1 

2 

3 

9 

b. 

MAKING  FINANCIAL  CONTRIBUTION 

1 

2 

3 

9 

c. 

DENYING  YOUR  OWN  PERSONAL  TIME 

1 

2 

3 

9 

d. 

DENYING  TIME  FOR  SOCIAL/ 
RECREATIONAL  ACTIVITIES 

1 

2 

3 

9 

e. 

NEGLECTING  YOUR  OWN  HEALTH 

1 

2 

3 

9 

f . 

EFFECT  ON  OTHER  FAMILY  MEMBERS 

1 

2 

3 

9 

g. 

DISRUPTION  OF  YOUR  HOUSEHOLD 

1 

2 

3 

9 

h. 

AMOUNT  OF  STRESS  IN  YOUR  LIFE 

1 

2 

3 

9 

Q42,    Looking  back  on  your  experience,  how  has  the  placement  of  your 


regard  to  each  factor,  would  you  say 

that  your 

life 

is  worse 

,  the 

same,  or  better  (circle  number)? 

NOT 

THE 

APPLIC 

WORSE 

SAME 

BETTER 

ABLE 

(1) 

(2) 

(3) 

(9) 

a.    FINANCIAL  SITUATION 

2 

3 

9 

b.    TIME  FOR  YOURSELF 

2 

3 

9 

c.    TIME  FOR  SOCIAL/RECREATIONAL 

ACTIVITIES 

c 

3 

9 

d.    YOUR  HEALTH 

/ 

3 

9 

e.    TIME  FOR  OTHER  FAMILY  MEMBERS 

2 

3 

9 

f.     DISRUPTION  OF  YOUR  HOUSEHOLD 

2 

3 

9 

g.    AMOUNT  OF  STRESS  IN  YOUR  LIFE 

2 

3 

9 
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Q43.    Please  telT  me  in  some  detail  how  you  first  fell  after  leaving 
your  [RELATIVE]  at  the  current  nursing  home  that  very  first  day. 
[Note  to  Interviewer:    This  question  should  be  written  up  on  the 
appropriate  page  in  the  rear  section  of  this  interview  schedule.] 


Q44.    How  has  this  nursing  home  placement  affected  your  personal  life, 

as  with  your  daily  schedule  and  the  time  you  are  able  to  devote  to 
family  and  other  activities?    [Note  to  Interviewer:    This  question 
should  be  written  up  on  the  appropriate  page  in  the  rear  section 
of  this  interview  schedule.] 


Q45.  How  stressful  did  you  find  the  experience  of  placing  your  [RELATIVE 
in  a  nursing  home?  Would  you  say  the  experience  was  hardly  stress 
ful ,  somewhat  stressful,  or  very  stressful  (circle  number)? 

1  HARDLY  STRESSFUL 

2  SOMEWHAT  STRESSFUL 

3  VERY  STRESSFUL 

Q46.    Do  you  think  you  made  the  right  choice  in  placing  your  [RELATIVE] 

in  a  nursing  home  (circle  number)? 

1  NO 

2  YES 

Q47.    How  much  support  do  you  think  that  your  community  offers  families 
placing  a  relative  in  a  nursing  home?    Would  you  say  little  sup- 
port, some  support,  or  much  support  (circle  number)? 

1  LIHLE  SUPPORT 

2  SOME  SUPPORT 

3  MUCH  SUPPORT 

Q48.    Now  that  you  have  had  the  experience  of  placing  a  relative  in  a 
nursing  home,  what  suggestions  or  recommendations  would  you  make 
to  others  facing  the  same  process?    ^'lote  to  Interviewer:  This 
question  should  be  written  up  on  the  appropriate  page  in  the  rear 
section  of  this  interview  schedule.] 


Q49.    How  old  were  you  at  the  tine  your  [RELATIVE]  v/as  placed  in  the 
current  nursing  home  (specify)? 


/    /    /  YEARS 
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Respondent's  gender  (circle  number) 

1  FEMALE 

2  MALE 


I    I    I    I  I 


2:79 

Enter  a  " 
in  Column 


Thank  You! 
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Please  describe  for  me  in  some  detail  the  most  important  event 
leading  up  to  the  decision  to  place  your  [RELATIVE]  in  a  . 
nursing  home. 
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Describe  how  the  decision  to  place  your  [RELATIVE]  in  a  nursing  home 
was  finally  made  by  you  and  any  others  who  were  involved,  in  addition 
to  what  helped  you  most  to  make  that  decision  (explain). 
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How  would  you  describe  your  [RELATIVE'S]  feeling  about  the  place- 
ment decision,  both  initially  and  now  that  some  time  has  passed? 
More  specifically,  what  have  they  said  or  done  in  reaction  to 
that  decision? 
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Q36.    In  searching  for  an  adequate,  affordable  nursing  home  for  your 
[RELATIVE],  what  was  the  most  difficult  problem  you  had  to 
deal  with? 
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Please  tell  me  in  some  detail  how  you  first  felt  after  leaving 
your  [RELATIVE]  at  the  current  nursing  home  that  very  first  day. 
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How  has  this  nursing  home  placement  affected  your  personal  life, 
as  with  your  daily  schedule  and  the  time  you  are  able  to  devote  to 
family  and  other  activities? 
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Now  that  you  have  had  the  experience  of  placing  a  relative  in  a 
nursing  home,  what  suggestions  or  recommendations  would  you  make 
to  others  facing  the  same  process  (explain)? 
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APPENDIX  D 


Demographic  Characteristics  of  Elderly  Relatives  Placed  in  a  Nursing  Home 


Gender 


Number  Percent 


Female  109  75% 

Male  31  21% 

No  Answer  5  3% 


62-74  30  21% 

75-79  32  22% 

80-84  33  23% 

85-89  24  17% 

90-94  22  15% 

95-100  4  3% 

Race 

Black  2  1% 

White  143  99% 

Primary  Language 
English 

No  11  7% 

Yes  132  91% 

No  Answer  2  1% 


N  =  145 

Totals  may  not  add  up  to  100%  due  to  rounding 
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